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Adult Mental Health Essay
Compare and contrast the evidence base for 2 different theoretical models of 
Eating Disorders. What implications does this have for the delivery and 
provision of clinical services for Eating Disorders?
This essay shall investigate the evidence base for the cognitive behavioural (CB) and 
psychodynamic theoretical models of eating disorders. The evidence for both theories 
shall be compared and contrasted. Finally, the impact of this evidence upon delivery 
and provision of clinical services for people who have an eating disorder, discussed. 
Firstly, however it may be helpful to outline what is meant by ‘eating disorders’.
What are the eating disorders?
There are four classifications of eating disorder in the Diagnostic and Statistical 
Manual of Mental Disorders (DSM-IV), (APA, 1994). These are Bulimia Nervosa, 
Anorexia Nervosa, binge eating disorder, and eating disorder not otherwise specified.
The British Psychological Society’s Service Guidelines (Bell, Clare and Thom, 2001) 
suggest that in an average health district of 500,000 about 200 people will be 
diagnosed with an eating disorder every year; 57 with Bulimia Nervosa, 40 with 
Anorexia Nervosa and 100 with eating disorders not otherwise specified (EDNOS).
Despite the clinical importance of all these disorders, the eating disorders considered 
in this essay are Anorexia Nervosa and Bulimia Nervosa. These are defined in the 
DSM-IV as shown in the tables below.
Table 1 -  DSM-IV Definition of Anorexia Nervosa
ANOREXIA NERVOSA.
Refusal to maintain body weight at or above a body weight 15% below that expected
for the individual’s age and height.______________ ___________________________
Intense fear of becoming fat or gaining weight, even though underweight; (a severe 
restriction of food intake, often with excessive exercising, in order to achieve weight
loss)__________________________________________________________________
A disturbance in the way in which body weight or shape is experienced, and an undue 
influence of body weight or shape on self-evaluation or denial of the seriousness of
current low body weight._________________________________________________
In post menarcheal women, amenorrhea (the absence of at least three consecutive 
menstrual cycles)__________________ ____________________________________
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There are two subtypes of Anorexia Nervosa -  binge eating / purging type, where 
there is regular binge eating or purging (self-induced vomiting or use of laxatives or 
diuretics), and restricting type, where these behaviours are not present.
Table 2 -  DSM-IV Definition of Bulimia Nervosa
BULIMIA NERVOSA
Recurrent episodes of binge eating. An episode of binge eating is characterised by 
both of the following.
1) Eating in a discrete period of time (e.g. within any two hour period) an amount of 
food that is definitely larger than most people would eat during a similar period of 
time in similar circumstances.
2) A sense of lack of control over eating during the episode
Recurrent inappropriate compensatory behaviour in order to prevent weight gain, such 
as self-induced vomiting, misuse of laxatives and excessive exercise.
The binge eating and inappropriate compensatory behaviours both occur, on average 
at least twice a week for three months.
Self evaluation is unduly influenced by body weight and shape 
The disturbance does not occur exclusively during episodes of AN.
DSM-IV subtypes Bulimia Nervosa to purging type, in which vomiting or purging 
occurs, or non-purging type, where the person uses other compensatory behaviours 
such as fasting or excessive exercise, but does not regularly engage in self-induced 
vomiting or the misuse of laxatives or diuretics. It should be noted that with DSM-IV 
there is a diagnostic primacy for Anorexia Nervosa, since a primary diagnosis of 
Bulimia Nervosa can only be applied in the absence of anorexic features.
A prominent feature of the psychopathology of Bulimia Nervosa (BN) is 
dissatisfaction with body shape. It is not however, of diagnostic significance in that it 
is not always present in bulimic patients and is sometimes present in people with no 
eating disorder.
Eating disorders are overwhelmingly disorders of young women (Szmukler, Dare, & 
Treasure, 1995). Clinical and register-based studies suggest that these disorders reach
5
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a peak age of onset in mid to late adolescence (Szmukler, McCance, McCrone, & 
Hunter, 1986). However, Fairbum and Belgin (1990 cited in Roth and Fonagy, 1996) 
caution that methodologies used to detect cases may result in an underestimation of 
the prevalence of eating disorders.
There are many different perspectives on eating disorders, including sociocultural 
views, psychodynamic accounts, family views, CB accounts and neurobiological 
perspectives. Similarly there are many different approaches to its treatment, including 
psychodynamic psychotherapy, family therapy, CB therapy and pharmacotherapy. 
Some accounts of the disorder focus on its development, others on its maintenance, 
but often the distinction between the two is either not made or is not clear (Fairbum, 
Shafran, and Cooper, 1999).
The Cognitive Behavioural Theory of Eating Disorders?
The development of the Cognitive -  Behavioural (CB) Model of Eating Disorders 
The origins of cognitive-behavioural accounts of AN can be traced back to the clinical 
observations of Hilde Bmch, a psychoanalyst in orientation who emphasised the 
importance of these patients’ thinking style (Bmch, 1973). Bmch’s ideas were 
subsequently refined and extended by Gamer and Bemis in two seminal articles 
(Gamer and Bemis, 1982, 1985 cited in Gamer and Garfinkel, 1997) in which they 
applied to AN, the principles of Beck’s cognitive theory and therapy of depression 
(Beck, Rush, Shaw & Emery, 1979). Gamer and Bemis’s theory highlighted the 
importance of three features:
1) Self-statements or automatic thoughts
2) Dysfunctional styles of reasoning or disturbance in information processing
3) Underlying assumptions, beliefs or attitudes. (Cooper 1997)
Like the cognitive distortions of the depressed patient, the patient with AN also has a 
set of dysfunctional cognitions, which underlie and determine their behaviour. Some 
of these cognitive dysfunctions can be seen in Appendix 1.
6
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The cognitive view of Gamer and Bemis (1982, 1985) was elaborated in a series of 
articles by and colleagues (Yitousek and Hollon, 1990; Vitousek and Ewald, 1993; 
Vitousek and Manke, 1994, cited in Fairbum et al, 1999).
The most distinctive features of CB theories are their emphasis on the status of beliefs 
and values about weight as the central and primary psychopathological elements. They 
also stress the automatic (and functional) influence of biased information processing 
on the perceptions, thoughts, affect and behaviour of patients. Both maladaptive 
cognitions and the dysfunctional or distorted ways of thinking play a crucial role in 
determining the actual behaviour of the individual.
Cognitive-behavioural models have tended to emphasise the close correspondence 
between the belief systems of anorexics and bulimics suggesting that the dissimilar 
symptoms manifested by these patients are all traceable to an excessive reliance on 
weight and shape as a bases for self-evaluation. Despite this, the cognitive model of 
the two eating disorders shall be looked at separately.
Anorexia Nervosa
In 1999, Fairbum and colleagues proposed a CB model of AN, (see Appendix 2) 
Fairbum et al (1999) give an account of the maintenance of AN, arguing that the 
central feature is an extreme need to control eating. The individuals’ characteristic 
sense of ineffectiveness and perfectionism interacts with longstanding low self­
esteem. This produces a need for self-control from the outset. Control over eating 
becomes important because it is experienced as “successful behaviour in the context 
of perceived failure in all other areas of functioning” (Slade, 1982).
It is proposed that once attempts to restrict eating start they are reinforced through 
three main feedback mechanisms with the result that the disorder becomes self- 
perpetuating. The first mechanism is dietary restriction. The success at restricting food 
intake and the subsequent sense of self-control it brings is a strong reinforcer for 
further restriction (Slade, 1982). Gradually control over eating becomes an index of 
self-control in general and self worth. The narrowing of interests that accompanies 
starvation also encourages it. Dietary restriction becomes highly rewarding and
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patients’ identity may be intrinsically associated with it, ‘being anorexic’, (Fairbum et 
al,1999).
The second mechanism is the aspect of starvation encouraging further dietary 
restriction. The variety of physiological and psychological changes (Gamer, 1997) 
characterised by starvation promote further dietary restriction by undermining the 
person’s sense of being in control, for example, impaired concentration and the feeling 
of intense hunger.
It is proposed that this third mechanism is culturally specific to cases seen in Western 
societies where thinness is desired and fatness avoided. This is associated with 
individuals judging their self-worth largely, or exclusively, in terms of their shape and 
weight. Fairbum et al (1999) suggest that the presence of confirmatory information 
processing biases also influence perception of body shape.
Bulimia Nervosa
For the CB model of BN (Clark and Fairbum, 1997) see Appendix 3.
Current CB models of BN attempt to explain both the basic psychopathology, which is 
shared with AN, and the special features of the disorder. Like those suffering from 
AN, bulimic patients also have dysfunctional cognitions and values, dysfunctional 
styles of reasoning or disturbances in information processing. CB theory suggests a 
cognitive link between strict dieting and episodes of overeating. Food restriction takes 
place under rules that are impossible to obey. Minor deviations from the self-imposed 
mles are seen as catastrophic and evidence of weakness. As a result, patients 
temporarily abandon all controls over eating and episodes of binge eating occur 
(Cooper, 1997).
The dietary lapses that tend to precipitate binges are particularly likely to occur at 
times of negative affect. Conversely, binge eating tends to moderate negative affect. 
This is due to, for example in those who vomit, the release of tension that follows self­
induced vomiting. However, these effects are short-lived and are gradually replaced 
by mounting regret and self-disgust and heightened fears of weight gain and fatness,
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thereby establishing a vicious circle. In the case of self-induced vomiting this process 
is further encouraged by the fact that it is easier to vomit if the stomach is full. (Clark 
and Fairbum, 1997).
Psvchodvnamic Theory of Eating Disorders?
There is not one model of psychodynamic psychology but many. Fresh insights are 
constmcted into a new, would-be-all-embracing model which is then added to, rather 
than used to replace, those that came before (Smukler, Dare &Treasure, 1995).
Psychodynamic theorists have attempted to explain and make meaningful the complex 
inner lives and behaviours of patients with eating disorders. Eating disorders are 
symptomatic expressions that can occur in relatively intact or structured psyche and 
reflect an internal conflict, or can occur in an undeveloped or incomplete mental 
structure and reflect a disorder of the self. The symptoms of an eating disorder can be 
either 1) symbolic expressions of psychic aims and defences (drive-conflict model); 2) 
a symbolic expression of distorted self and object representations (object relations 
model), or 3) symptoms are needed, to drown out painful self-states and loss of 
cohesion of the self (self-psychological model), (Gamer and Garfinkel, 1997).
The early theories of AN utilized Freud’s (1923/1961 cited in Gamer and Garfinkel, 
1997) drive-conflict model. Drive-conflict theorists believe that pathology derives 
from an internal conflict among three agencies of the mind: id, ego and superego. 
Eating disorder symptoms represent symbolic expressions of sexual and / or 
aggressive aims of the id and defences against these aims. It was proposed that self­
starvation is a defence against sexual fantasies of oral impregnation. The impact of 
sexual feelings in puberty is clearly a dominant issue in the psychology of anorexic 
and bulimic patients and symptoms can often be construed as a way to manage the 
affects associated with sexuality, (Gamer and Garfinkel, 1997).
The object relations model is based upon a developmental theory where the child 
moves from infantile autism, to symbiosis, to separation-individuation, and object 
constancy. Palassoli (1978, cited in Gamer and Garfinkel, 1997) sees the anorexic as 
having unresolved problems in the oral incorporative stage, which impede separation-
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individuation. The anorexic fantasises an oral incorporation of a maternal, bad, and 
over-controlling object. This maternal introject is then equated with the anorexic’s 
body. The anorexic experiences an identity of her body as her mother. Self-starvation 
is therefore an attempt to end the feminisation of her body and thus to minimize the 
ambivalent identification with her mother. The anorexic’s behaviour therefore results 
from distorted mental representations of body, self and object. The view is that the 
body is not integrated into the psychological self (Gamer and Garfinkel, 1997).
Self psychologists have attempted to understand eating disorders from various 
perspectives, e.g. development, the function of symptoms, the meaning of the patient’s 
body. Kohut (1971, cited in Gamer and Garfinkel, 1997) saw others fulfilling the role 
of ‘self-objects’, that is, fused aspects of the self, which allow the development of 
healthy as opposed to pathological narcissism. Developmentally, if caregiving is not 
traumatically frustrated but is sufficiently responsive to needs, a healthy and mature 
organisation of the self results. With this maturity of the self-organisation, one should 
be relatively skilled at providing one’s own regulation of tension, self-esteem, and 
self-cohesion, (Bateman, Brown & Pedder, 2000).
The vulnerability to developing an eating disorder may be seen in terms of 
developmental failures in the provision of mirroring, idealising and validating needs. 
The result of this is a deficit in the person’s capacity to maintain self-esteem, cohesion 
and various self-regulating functions (Sands, 1989, cited in Gamer and Garfinkel, 
1997). The absence of reliable internal self-regulation results in the anorexic feeling 
inadequate, ineffective, and out of control - expressed as feeling fat, and exploited 
because they are dependent on others for their well-being. Feeling self-organisation to 
be out of control, they insists on meticulous control of their ‘body self. By starving 
they feel strengthened and temporarily superior to others. Once AN (or bulimia) 
develops and becomes a chronic condition, it provides the person with a pathological, 
compensatory identity or selfhood that allows some contrived sense of having a 
significant and meaningful presence in the world (Gamer and Garfinkel, 1997).
Anorexics are not only afraid to grow up (separation anxiety; Mahler, 1968 cited in 
Gamer and Garfinkel, 1997) but experience guilt for growing up and thereby
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abandoning their parents (Friedmand, 1985, cited in Gamer and Garfinkel, 1997). 
Modell (1965, cited in Gamer and Garfinkel, 1997), described a patient suffering from 
separation guilt and stated that such patients do not feel they have a right to a life (of 
their own). Self guilt makes the patient feel guilty for occupying both physical and 
psychological space. They minimize their presence in a variety of physical and 
psychological ways. A conceptualisation of self-guilt makes meaningful some aspects 
of self-starvation. To eat means to give to oneself, it means depriving another of 
sustenance and is an act of unjustifiable self-indulgence.
Evidence for the Cognitive Behavioural Theory of Eating Disorders
Two forms of evidence shall be reviewed; evidence that has been collected to test 
different aspects of cognitive theories, and evidence examining whether treatment 
using this model ‘works’.
The CBT model of AN and BN has face validity, and clinicians often find evidence of 
dysfunctional thinking in anorexic patients (for example, Channon, 1988 cited in 
Szmukler et al, 1995). The presence of dysfunctional attitudes towards weight, eating 
and body size in AN has been repeatedly documented (e.g. Bmch, 1973), and forms 
part of the essential criteria of the disorder (DSM-IV). Indirect evidence also comes 
from the large body of evidence on body image distortion (e.g. Rosen, 1997). 
However, Smeets, Smit, Panhuysen and Ingleby (1997) warn of methodological 
problems regarding the diversity of measurement procedures employed in studies of 
body size estimation. Cooper and Todd (1997) found that using a modified version of 
the Stroop colour-naming task, compared to the controls, both patient groups (AN and 
BN) showed selective processing of information related to eating and weight.
Fairbum et al, (1999) suggest there are two lines of evidence supporting the view that 
characteristic concerns about shape and weight are a recent culture-specific addition to 
the psychopathology of AN. The first is there is an absence of concern about weight 
and shape observed by clinicians working in developing countries (Khandelwal et al, 
1995). The second is that historical literature does not appear to report such concerns 
(Palmer, 1993 cited in Bell et al, 2001). If concern about weight and shape is not an 
essential feature of AN, this could pose problems for existing CB accounts. However,
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the control-based theory proposed by Fairbum et al (1999) is compatible with the 
notion of AN occurring in the absence of concerns about shape and weight.
Cooper (1997) reviewed the CB model and provided evidence for hypotheses derived 
from the model. This included the hypothesis that self-statement or automatic thoughts 
will reflect concern with food, eating, weight and shape. Evidence was provided from 
questionnaire studies that assessed self-statements using self-report (Clark, Feldman 
and Channon, 1989 cited in Cooper, 1997), however, methodological concerns were 
highlighted e.g. the accuracy of retrospective reporting. Self-report questionnaires also 
endorsed the underlying assumptions reflecting concern with food and eating, weight 
and shape. Only one study was reported to have provided evidence that core beliefs 
reflect negative evaluation of the self. The study by Cooper, Todd and Cohen Tovee, 
(1996 cited in Cooper, 1997) found that patients with AN and BN recorded more 
negative self beliefs than controls. Nevertheless, Cooper (1997) alludes to several 
areas of the cognitive model where further evidence is required, e.g. that core beliefs 
reflect global evaluation of the self and that early experience will be important in the 
formulation of core beliefs.
The findings of Waller, Ohanian, Meyer, and Osman (cited in Leung, Waller and 
Thomas, 1999) support a model of bulimic psychopathology where the central 
cognitions encompass more than beliefs about food, shape, and weight. This suggests 
women with bulimic eating disorders hold higher levels of dysfunctional core beliefs 
than comparison women (Leung et al, 1999).
‘Evidence-base’ implies that the value of an intervention can be judged by its 
consequences (Bateman et al, 2000). Insofar as CBT (cognitive behavioural therapy) 
is an effective treatment, it provides a source of evidence (indirect) for the existence 
and importance of cognitive disturbance in eating disorders (Cooper, 1997). CBT is 
aimed at the modification of both the dysfunctional patterns of thinking and disturbed 
eating behaviour. On average, cognitive behaviour therapy leads to an 80% reduction 
of the eating binges and approximately 50% of the patients have no more eating 
binges whatsoever (Agras, Walsh, Fairbum, Wilson & Kraemer, 2000). The self­
esteem of most patients increases too (Wilson, Fairbum and Agras, 1997, cited in
12
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Gamer and Garfinkel, 1997). Fairbum, Norman, Welch, O’Connor, Doll and Peveler 
(1995, cited in Cooper, 1997) showed at a six year follow-up the effects of CBT were 
maintained. Tuschen-Caffier, Pook and Frank (2001) also provided empirical 
evidence for the clinical utility of manual-based CBT as an effective treatment for BN.
Many studies employing randomised controlled design have demonstrated that CBT is 
effective in the treatment of BN (see Wilson and Fairbum, 1998, for a review, cited in 
Tuschen-Caffier, Pook and Frank, 2001). In fact Jansen (2001) goes as far as saying 
‘there is currently no better treatment available’ (p. 1014).
In contrast, recent reviews (Cooper, 1997; Vitousek, 1996) conclude there is little 
evidence to support the validity of CBT in AN. Leung et al (1999) suggest that lack of 
empirical data to support the efficacy of CBT in AN might have been due to a number 
of factors. First, anorexics are, in general, resistant to treatment (Stroeber, 1997 cited 
in Gamer and Garfinkel, 1997). Longer-term therapy may be needed to motivate and 
engage these individuals, thus making the conducting of controlled trials more 
difficult. Second, it may be due to the complex physical symptoms associated with a 
low body weight (Johnson, Tsoh, and Vamado, 1996 cited in Leung et al, 1999). The 
proposed new CB model of Fairbum et al (1999) hopes to improve CBT for anorexics 
by not only tackling concerns about shape and weight but also addressing the use of 
dietary restriction to achieve a sense of self-control.
Evidence for the Psvchodvnamic Theory of Eating Disorders
This will be reviewed in terms of evidence for the theory and the effectiveness of 
psychodynamic intervention.
Implicit within the nature of psychodynamic models is the fact that they are not 
empirically derived by formal experimental techniques, rather they are built up as 
classes of “explanations” for patients’ experiences.
For this reason, until recently, psychodynamic psychotherapy has been reliant on 
single case studies which have been rich in clinical detail. Indeed, when describing 
psychodynamic theory applied to eating disorders both Szmukler et al (1995) and 
Gamer and Garfinkel (1997) use examples of individual cases to illustrate the
13
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underlying proposed psychodynamic theory. Kohut (1971 cited in Gamer and 
Garfinkel, 1997) also suggested that subjective experience should be primary 
psychoanalytic data. Bateman et al, (2000) proposed that single case designs are 
important and shouldn’t be dismissed.
Other forms of evidence for psychodynamic theory include Mahler’s (1968, cited in 
Gamer and Garfinkel, 1997) theory of separation-individuation. Evidence for this was 
derived from observations of infants.
A retrospective study found that women who had recovered from AN indicated that 
they felt called upon to attend to and support their parents at the expense of 
developing their own sense of self. This is consistent with the idea of self and 
separation guilt (Modell,1965 cited in Gamer and Garfinkel, 1997).
Fischmann, Kaufhold, Overbeck and Grabhom (1999) provided evidence for object- 
relations theory by looking at the therapy records of a 27-year-old female with chronic 
anorexia who participated in three-month inpatient psychotherapy. Results of the 
content provide convincing evidence that the structure of the described object 
relationships could be recorded. The client’s transformation processes was 
demonstrated with this process in the course of therapy.
When considering evidence for psychodynamic theory demonstrated by the 
effectiveness of psychodynamic intervention one should be cautious about the 
definition of outcome data. Malan (1963, 1973 cited in Bateman et al, 2000) 
demonstrated the value of designing outcome criteria appropriate to each patient. 
When looking at effectiveness of psychodynamic intervention, reduction in 
symptomology alone is not accepted as evidence of psychodynamic change.
Gamer, Rockert, Davis, Gamer, Olmsted, and Eagle (1993) report that several studies 
have yielded positive findings with psychodynamically oriented treatment for patients 
with eating disorders (e.g. Lacey, 1983; Roy-Byme, Lee-Benner, Yager, 1984, cited in 
Gamer et al 1993). However, these were criticised for not having involved a 
comparison with an alternative treatment. Gamer et al (1993) contrasted CBT with 
psychodynamic psychotherapy (supportive-expressive psychotherapy; Luborsky, 1984
14
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cited in Gamer et al, 1993). Results showed both treatments were effective in reducing 
binge-eating, though CBT was more effective in improving purging, and had more 
impact on attitudes toward eating and on measures of psychological distress. 
However, results should be interpreted with caution due to the sample and lack of 
follow-up data.
Dare, Eisler, Russell, Treasure, and Dodge (2001) assessed effectiveness of specific 
psychotherapies including; focal psychoanalytic psychotherapy, cognitive-analytic 
therapy, family therapy and a low contact, ’routine’ treatment in out-patient 
management of adult patients with AN. Results at one year indicated there was modest 
symptomatic improvement in the whole group of patients. Psychodynamic 
psychotherapy and family therapy were significantly superior to the control treatment. 
However, long-term follow-up is needed.
A comparison of the theories
Cognitive therapies share with dynamic therapies the assumption of irrational 
cognitive processes. However, within cognitive therapy, cognitions are seen as having 
been learned and to be maintained through reinforcement; challenges to these 
assumptions may therefore be made directly rather than via the unconscious 
determinants as implied by dynamic theory (Roth and Fonagy, 1996). Overlaps 
include the notion of helplessness; the discrepancy between the perceived self and the 
ideal self; the self-destructiveness of negative cognitions implied in the negative view 
of the self, the world, and the future; and the tendency defensively to avoid the 
scrutiny of painful cognitions (Fairbum et al 1999). Similarities also lie in the 
psychodynamic formulations about the need for control due to the absence of reliable 
internal self-regulation, and the CB theory proposed by Fairbum et al (1999) where 
self-control is seen as a central component to the maintenance of an eating disorder.
The psychodynamic models present an overview of their understanding of the 
aetiology of the eating disorder although Szmukler et al (1995 p. 137) states that ‘The 
understanding of patients is sufficient and the claim of an ultimate aetiological theory 
and irrelevant burden’. CB models however, are weak with regard to explaining the 
aetiology of eating disorders. Instead, they focus on proximal causes and maintenance
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variables. They do not fully explain why some dieters develop an eating disorder 
while others do not, and why some end up with one disorder rather than the other.
Some CB models suggest that sociocultural standards lead people to equate thinness 
with beauty and this maintains food restriction. Psychodynamic approaches propose 
that on a conscious level, anorexics claim they strive for perfectly beauty by becoming 
thin. However, on an unconscious level, just the opposite is found. The goal is to 
achieve a degree of emaciation that is repulsive, ugly, and shocking. This not only 
fulfils fantasies of revenge, but represents an attempt by the anorexic to awaken their 
parent to their dreadful plight and perhaps to make them responsive to needs for 
recognition, significance, and validation (Gamer & Garfinkel, 1997). This is 
consistent with the notion that AN occurs in the absence of concerns about shape and 
weight (Fairbum et al, 1999).
‘The complex nature of eating disorders clearly provides scope for different models 
complementing one another’, (Szmukler et al 1995, p. 151).
A comparison of the evidence
Bateman et al (2000) suggest that comparing evidence requires consideration of the 
concept of an ‘evidence-base’. ‘Evidence-base’ has a number of problems for 
psychotherapy research. First there is difficulty , agreeing meaningful measures of 
outcome that accurately reflect improvement. Secondly, symptomatic improvement 
may be a poor measure of the benefit of treatment. Thirdly, it needs to be decided who 
is the arbiter of outcome. Is it the patient, the therapist, or an independent observer? 
Finally, over-reliance on scientific empiricism using randomised controlled trials 
(RCTs) as the gold standard may be questioned. Richardson and Hobson (2000) 
suggest that although RCTs provide a powerful source of evidence for the 
effectiveness of treatments, however, applicability to the ‘real world’ of NHS patients 
is queried. Also, longer term therapy may be needed to motivate and engage 
individuals thus making the conducting of controlled trials more difficult
Unfortunately a comparison of the data of different subgroups is beyond the scope of 
this essay, but when examining the evidence one should consider the heterogeneity of
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clients that are being assessed. Males and females (Bramon-Bosch, Troop and 
Treasure, 2000), comorbidity (Palmer, 2000 cited in Bell et al, 2001) and inpatient 
compared to outpatient treatment (Meads, Gold and Burls, 2001) are important to take 
into consideration.
Implications for provision of clinical services
Jansen (2001) stresses for the importance of evidence based medicine in provision of 
services for people with eating disorders and is critical about why empirically 
validated treatments enter daily clinical practice so slowly and do not take priority.
The evidence-based strategy (Guyatt, Sackett and Cook, 1995 cited in Chiesa and 
Fonagy, 1999), aims to improve the standard of clinically based decisions, to create 
greater uniformity of clinical judgement and to reach more effective uses of resources. 
It is likely that the driving force behind evidence-based medicine is largely dictated by 
financial considerations, that is, by the need to reduce escalating health costs by 
selecting the most cost-effective treatment. Although the rationale inherent in these 
criteria makes sense for medical and surgical treatment, and to an extent shorter types 
of psychotherapeutic interventions like CBT, it leaves longer term, open-ended 
psychodynamically orientated psychotherapies in a difficult position (Chiesa and 
Fonagy, 1999).
Although it makes financial sense to use a therapeutic methodology that reduces 
symptomology with the shortest amount of therapy sessions, Corvin and Fitzgerald 
(2000) conclude that different therapeutic changes occur within different time-scales. 
Symptom reduction is the earliest, but not necessarily the only benefit to treatment, 
(Kopta, 1994, cited in Corvin and Fitzgerald, 2000). Psychodynamic therapies do 
much more than achieve symptomatic relief.
Implication for delivery of clinical services.
Psychodynamic treatment has the resolution of unconscious conflict as its goal; unlike 
cognitive and behavioural psychotherapies, it isn’t primarily or only concerned with 
achieving symptomatic change, (Roth and Fonagy, 1996). It focuses on the provision 
of conscious understanding, primarily through the use of interpretation of the patient’s
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verbalizations and behaviour. The experience of problematic internal states of 
feelings, desires, and beliefs in conflict, encoded into relationship patterns are also 
highlighted.
Marsden (2001) applied psychodynamic theory to work with inpatients that have 
eating disorders. She demonstrates the importance of psychodynamic theory, not only 
for individual cases, but also for an inpatient institution.
CB models are useful in generating effective strategies of delivery of treatment 
(Fairbum, 1981). Fairbum et al (1999) suggest that the maintenance control-based 
model (see Fig. 2) has two major implications for treatment. This first is treatment 
should be directed at core maintaining mechanisms specified by the theory, with the 
principle focus on self-control. Secondary changes e.g. in self-esteem, will occur as a 
result of treating the core eating disorder successfully and do not need to be tackled 
unless they prevent change. The second implication is that treatment should focus on 
the patient’s need for self-control.
It would appear that CBT is best carried out as an individual therapy. Evidence for this 
is provided by Leung, Waller and Thomas (1999) who found that ‘Group CBT in its 
current short form was insufficient to induce changes, due to its failure to address 
some process issues central to AN, such as poor motivation, lack of insight, and 
ambivalence towards treatment’.
Despite the major advances in the development of treatments for eating disorders, 
drop-outs and a lack of engagement in treatment continue to be a problem (Treasure, 
Katzman, Schmidt, Troop, Todd and de Silva, 1999). In order to reduce this it has 
been suggested that the patient needs to be sufficiently motivated to change 
(Prochaska, DiClemente and Norcross, 1992, cited in Treasure et al, 1999). Treasure 
et al (1999) showed that readiness to change was more strongly related to 
improvement and the development of a therapeutic alliance than the specific type of 
treatment. This study reinforces the importance of therapeutic alliance, indeed the 
BPS Guidelines (Bell, Clare, & Thom, 2001) state that successful treatment of AN is 
highly dependent on engaging the client in a therapeutic alliance within a treatment 
context (Palmer 1996 cited in Bell et al, 2001). The therapeutic alliance is of primary
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importance for both the application of CBT and psychodynamic psychotherapy 
(Gamer and Garfinkel, 1997).
Conclusion
Evidence was found for both psychodynamic theory and CB theory. Both also have 
evidence regarding the theory applied to treatment. However, at face value there 
appears to be more evidence for the CB approach, particularly regarding reduction of 
symptomology. Nonetheless, this may be because the theory is conducive to the 
methodology presumed to elicit good ‘outcome measures’. One should therefore be 
cautious when looking at ‘evidence5 so that it doesn’t bias one model in favour of 
another due to methodology used to measure outcome.
Despite the evidence for both models, one still should remember that there is still 
much work to be done. It remains a fact that approximately 20 percent of people with 
Bulimia Nervosa and up to one third with Anorexia Nervosa do not recover (Bell et al 
2001).
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Figure 1 A table to show cognitive dysfunctions that may be exhibited by 
people who have an eating disorder
Cognitive dysfunction Example
Selective abstraction (selecting out small 
parts of a situation while ignoring other 
evidence and coming to conclusions on that 
basis)
“I am very special if I am thin” 
“The only way I can be in control is 
through eating”
Dichotomous reasoning (thinking in terms 
of extremes and absolutes).
“If I put on one pound, I’ll go on and 
put on enormous weight.”
Overgeneralisation (deriving a rule from 
one event and applying it to other situations 
or event)
“I failed last night, so I am going to fail 
today aswell”
Magnification (exaggerating the 
significance of events)
“Gaining two pounds will push me over 
the brink”
Superstitious thinking (assuming causal 
relationships between unrelated things)
“If I eat this, it will be converted into 
fat immediately”
Personalisation (interpreting events in a 
self-centred way).
“What will people think if they see me 
eating all this”
Szmukler et al, 1995 (pi45)
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A diagrammatic representation of the cognitive behavioural model for anorexia 
nervosa, proposed by Fairburn et al (1999)
EXTREME NEED FOR SELF- 
CONTROL IN THE CONTEXT OF 
LOW SELF-WORTH
DIETARY RESTRICTION
INCREASED SENSE ENHANCED SENSEw
OF SELF-WORTH OF SELF-CONTROL
CONTROL OVER 
EATING. SHAPE AND 
WEIGHT USED AS 
MAJOR INDICES OF 
SELF-WORTH
CONTROL OVER 
EATING. SHAPE AND 
WEIGHT USED AS 
MAJOR INDICES OF 
SELF-WORTH
WEIGHT LOSS
DECREASE IN RATE 
OF WEIGHT LOSS
STARVATION STATE 
Intense hunger______
Impaired concentration' 
Narrowing of interests 
Heightened satiety
PERCEIVED 
THREAT TO 
CONTROL 
OVER EATING 
AND WEIGHT
HYPERVIGILANT 
BODY CHECKING
AVOIDANCE OF 
BODY CHECKING
PERCEIVED FAILURE OF 
CONTROL OVER EATING, 
SHAPE AND WEIGHT
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The cognitive behavioural view of the maintenance of bulimia nervosa
(Clark and Fairburn, 1997)
Negative self-evaluation
Perfectionism & 
dichotomous thinking
Intense and rigid dieting
Perfectionism & 
dichotomous thinking
Binge eating
Negative affect
Self-induced vomiting I laxative misuse
Characteristic extreme concerns about 
shape and weight
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Should people with autism and a learning disability go on holiday? What role 
might a clinical psychologist have in the decision making process?
Discuss with reference to aspects such as consent, the specific impairments of 
people with autism, equal opportunities.
The concept of ‘autism’ as a specific, clinical diagnosis is rooted in the clinical 
observations of Kanner (1943, cited in Howlin, 1998) who noted the impairment of 
normal social and communicative abilities of some children. A remarkably similar 
account, written by Asperger (1945) also appeared at a similar time (Howlin, 1998).
The current, nationally accepted definition of autism can be found in two 
classification systems: the International Classification of Diseases (ICD, 10th edition) 
(WHO, 1993) and American Psychiatric Association Diagnostic and Statistical 
Manual (DSM, 4th edition) (APA, 1994) (See Appendix 1 for DSM-IV definition). 
Both diagnostic systems use the broad rubric, ‘Pervasive Developmental Disorders’ 
(PDD) as the over-arching diagnostic concept. Asperger’s Syndrome shares the major 
PDD characteristics with Autistic Disorder. However, published criteria excludes the 
use of the Asperger’s Disorder diagnosis for individuals with learning disabilities (See 
Appendix 2, Table 1 for definition of learning disabilities). Nevertheless, clinicians 
and researchers are now aware that this is an error, as Asperger’s Syndrome can occur 
in individuals with (mild) learning disabilities (Baron-Cohen, Tager-Flusberg and 
Cohen, 2000). However, for the purpose of this essay Asperger’s Syndrome shall not 
be specifically referenced, although many of the issues raised will be of direct 
relevance to this client group. Rett’s Syndrome also presents a problem for 
classification because children with this neurological condition go through a stage in 
early childhood when they meet diagnostic criteria for autism. However, after a few 
years most become sociable and affectionate (Wing et al, 1997).
Because autism is a developmental disorder, the whole of development is affected 
from infancy onwards (Frith, 1989). It is a disorder that affects all aspects of mental 
development, so symptoms look very different at different ages. Certain features will 
not become apparent until later; others disappear with time. There can be enormous 
change (Frith, 1989). This essay shall focus only on adults with autism and a learning
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disability, and the decision-making required when thinking about whether they should 
go on holiday. However, some of the issues will also be relevant to children.
Following Kanner’s work, age of onset of autism has been used as one of the criteria 
for typical autism in the DSM and ICD systems, with 36 months as a cutoff point. It is 
now widely accepted that autism has an onset in infancy or early childhood (Volkmar, 
Stier and Cohen, 1985 cited in Howlin, 1998). However, the term ‘age of recognition’ 
may be more appropriate than ‘age of onset ‘ because parents may not detect early 
signs of abnormal development. Baron-Cohen and Bolton (1993) suggest that it is rare 
to diagnose the condition before the age of two years. Reasons include; the pattern of 
behaviour not being clear enough; the child having a learning disability which may be 
a primary cause for concern; and finally communication difficulties being easier to 
diagnose when language development has progressed.
Individuals with autism may be grouped into ‘high functioning’ and ‘low functioning’. 
In general ‘high functioning autism’ (HFA) applies to individuals with Autistic 
Disorder who have intellectual abilities in the normal range (approximately above an 
IQ of 70) and equivalent adaptive skills e.g. daily living skills, self-care etc. 
Unfortunately the term ‘low functioning’ has unpleasant connotations and despite 
encompassing all individuals with autism who are not ‘high functioning’, it is 
generally used for individuals with severe learning disabilities and little or no 
communicative speech (Baron-Cohen, 1998). Learning disabilities are present in 
about 75% of cases of autism (Howlin, 1998), however Baron-Cohen (1998) warns 
that such estimates are based on data collected at a time when HFA was considered 
rare, or expressed differently. Today, research is aware of HFA, and new studies 
suggest that the picture may even be opposite to the traditional one: that the majority 
of cases of autism have no learning disability (Baron-Cohen, 1998).
Fombonne (1997, cited by Howlin, 1998), in a review of epidemiological research, 
found prevalence estimates of autism as 5 per 10,000. However, rates are much higher 
(91 per 10,000, Wing, 1996, cited in Howlin, 1998), if people within the wider 
‘autistic spectrum’ are included i.e. all those that possess the ‘triad of impairment’.
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The diagnosis of autism is only made if a cluster of three key types of behaviour, 
known as the ‘triad of impairment', is present (Baron-Cohen and Bolton, 1993). Wing 
and Gould (1979) gave support to the notion of autism being a behavioural syndrome 
because there are these clusters of behaviour. The key behaviours are:
1) Social relationships and social development are abnormal. This includes 
unresponsiveness to people, lack of eye-contact, lack of behaviour appropriate 
to cultural norms, lack of awareness of the feelings of others, etc. (Baron- 
Cohen and Bolton, 1993). People with autism also have severe difficulty 
taking other people’s thoughts into account - also known as ‘Theory of Mind’. 
Theory of mind refers to commonsense psychology employed to predict and 
explain human actions, including making sense of behaviour by referring to 
internal states such as beliefs, desires, intentions etc. (Hala, 1997). Research 
has consistently found that children with autism typically fail at tasks designed 
to assess the presence of a theory of mind (Hala, 1997).
2) Failing to develop normal communication. For example, non-verbal
communication is abnormal in autism, and often facial expressions don’t 
match intonation, or speech is out of step with gesture. Speech, if any, may 
present with a variety of unusual features, including echoing words/phrases 
after they are heard (echolalia), neologisms (creating new words for things), 
odd intonation, and often using words on a literal level. (Baron-Cohen and 
Bolton, 1993).
3) Interests and activities are restricted and repetitive rather than flexible and
imaginative. Some individuals have preoccupations e.g. repeatedly lining
things up around the house, listening to all the weather forecasts on the radio. 
However, other individuals with autism have less marked obsessional 
behaviour. (Baron-Cohen and Bolton, 1993).
Baron-Cohen (1998) suggests that the triad concept is quite confusing e.g. how can 
social and communication abnormalities be usefully distinguished, given that much 
social behaviour is communicative (e.g. use of gaze) and communication is 
necessarily social? He also queries why repetitive behaviour and obsessions are 
typically put together with imagination abnormalities and instead, suggests a triad 
where the three axes are clearly independent of each other. For example, (1) social-
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communication abnormalities, (2) imagination abnormalities, and (3) repetitive 
behaviour/obsessions. However, it remains an empirical question as to whether these 
three mutually exclusive abnormalities always cluster together, or whether they can 
appear in different combinations or even separately in different individuals’ (Baron- 
Cohen, 1998).
If taking a person with autism and learning disabilities on holiday, the triad of 
impairments need to be taken into consideration. For example, the impairments may 
result in the individual exhibiting behaviour that may interfere with their ability to 
function in a nonnal environment whilst on holiday (Meldrum, 1990). For instance, 
part of the triad is that ‘Interests and activities are restricted and repetitive rather than 
flexible and imaginative’. If the individual has preoccupations then the interruption of 
repetitive routines may result in challenging behaviour (Wing et al, 1997), (see 
Appendix 2, Table 2 for a definition of challenging behaviour). Alternatively the 
obsessions could be used as powerful reinforcers, to increase participation in other, 
more productive activities (Howlin and Rutter, 1987 cited in Howlin, 1997). For 
example, a holiday, for an autistic person obsessed with aeroplanes, could be tailored 
so that the location was near an airport and regular trips made there.
Another impairment is communication. About one third of individuals with autism 
remain without speech, but even among those whose speech is well developed, there 
are pervasive and persisting impairments in the communicative use of language and in 
understanding complex or abstract concepts. This may produce enormous anxiety and 
distress for the individual and may lead to challenging behaviour or withdrawal into 
ritualistic and obsessional activities (Howlin, 1997). Inappropriate or socially 
embarrassing behaviour is very common in people with autism e.g. aggression, 
destructiveness, screaming, restlessness, removal of clothes in public, running away 
etc. (Wing, et al 1997). Such behaviours may be the only way an individual with 
limited communication skills can effectively, rapidly and predictably control their 
environment (Durand, 1990 cited in Howlin, 1997). It has become increasingly 
evident that many challenging behaviours have an important communicative function 
for people with autism. By carrying out a functional analysis, (i.e. finding out what 
function the behaviour serves), clinical psychologists can help carers to appreciate that
35
Learning Disabilities Essay
behaviours may be a function of poor communication skills, rather than being 
deliberate acts of aggression. This approach can have a very positive effect on others’ 
attitudes and responses (Howlin, 1997). However, Emerson and Bromley (1995, cited 
in Howlin, 1998) warn of the problems inherent in functional analyses as human 
behaviour is determined by many factors at different times. They found that often it 
was not possible to determine the function underlying a particular challenging 
behaviour. In around 25% of cases no specific function could be identified and a third 
of behaviours appeared to be influenced by multiple factors. Despite these difficulties, 
this approach to assessment can play a major role in reducing challenging behaviours 
0  and help individuals access mainstream activities.
If a holiday is likely to lead to challenging behaviour e.g. because it’s a break from 
routine, then why consider having one? The Human Rights Act 1998 came into force 
in October 2000, giving further effect in the UK to the rights in the European 
Convention on Human Rights (DoH 2001). The Act contains articles and protocols 
that are legal statements explaining the rights in the Act. Article 14, ‘Prohibition of 
Discrimination’ states the right not to be treated differently because of race, religion, 
sex, political views or any other status. This part of the Act implicitly implies that 
people with autism and learning disabilities have a right to the same opportunities e.g. 
to go on holiday, as anyone else. The vast majority of educational, health and social 
care agencies for people with learning disabilities are in agreement with this and have 
an expressed commitment to the ideas of integration/inclusion in mainstream society. 
These aims can also be found in the influential concepts of normalisation, social role 
valorisation and O’Brien’s (1987) five accomplishments (Emerson, Hatton, Bromley 
and Caine, 1998).
The concept of normalisation began in Scandinavia where Neils Eric Bank-Mikkelsen 
(1969 cited in Lemay, 1995) spoke in terms of letting “the mentally retarded obtain an 
existence as close to the normal as possible”. However, Nirje (1969 cited in Lemay,
1995) was the first to systematically state and elaborate the principle of normalisation 
stating the principle as follows: “ making available to the mentally retarded patterns 
and conditions of everyday life that are as close as possible to the norms and patterns 
of the mainstream of society.” The formulation of normalisation continued to evolve
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and Nirje (1992 cited in Lemay, 1995) provided an updated version: “The 
normalisation principle means that you act right when making available to all persons 
with intellectual disabilities, patterns of life and conditions of everyday living that are 
as close as possible to, or indeed the same as, the regular circumstances and ways of 
life of their communities.” Thus normalisation promotes the rights of people with 
autism and learning disabilities to go on holiday if it is culturally relevant.
Wolf Wolfensberger transferred the principle of normalisation to North America 
where he and Tullman (1982 cited in Lemay, 1995) refined the definition; 
“Normalisation implies, as much as possible, the use of culturally valued means in 
order to enable, establish, and/or maintain valued social roles for people”. In 1983, 
due to terminological confusion, Wolfensberger reconceptualised the normalisation 
formulation and renamed it Social Role Valorisation (SRV). Wolfensberger defines 
SRV as ‘the enablement, establishment, enhancement, maintenance and/or defence of 
valued social roles for people, particularly for those at value risk, by using as much as 
possible culturally valued means” (Wolfensberger, 1991, 1992, cited in Lemay, 1995). 
The key premise of SRV is that people’s welfare depends extensively on the social 
roles they occupy and there is much discourse about people, their roles, or their social 
images being valued or devalued by others. Wolfensberger (2000) proposes that there 
is a high probability that people who are devalued by others will incur “wounds”, or 
negative experiences, for example, ‘Devalued people commonly are, or become, 
poor’. This wound alone limits opportunities for people, e.g. for people with autism 
and learning disabilities, to go on holiday. Indeed, Hoge and Dattilio (1995 cited in 
Beart, Hawkins, Stenfert-Kroese, Smithson and Tolosa, 2001) reviewed several 
studies, identifying finance and transport as the major barriers to accessing leisure 
activities. However, Beart et al, (2001) found that, only two out of the five focus 
groups held to talk about leisure opportunities, perceived lack of money as a 
difficulty. This lack of awareness may reflect that many activities are arranged e.g. by 
day centres / home staff, and therefore money is not seen visibly changing hands. 
Also, many individuals have their money controlled by someone else (e.g. carer) who 
gives it to them when required. Reynolds (2002) suggests that people with learning 
disabilities continue to receive inadequate financial support, preventing them 
exercising choice.
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Another wound suggested by Wolfensberger’s (2000) is that ‘Devalued people 
experience loss of control over their lives, as other people gain power over them and 
make decisions for them’. Like Wolfensberger, O’Brien’s (1987 cited in Emerson et 
al, 1998) five ‘service accomplishments’ (see Appendix 3) emphasise the importance 
of choice and integration. These ideas are commonly operationalised in current social 
and health care services for people with learning disabilities through the government 
strategy ‘Valuing People’ (DoH, 2001).
When considering choice with regard to taking a client with autism and learning 
disabilities on holiday, there is a ‘general legal and ethical principle that valid consent 
must be obtained. This principle reflects the rights of patients to determine what 
happens to their own bodies and is a fundamental part of good practice.’ (DoH, 2001). 
Also, in England and Wales, case law states that it is the absolute right, of individuals 
aged eighteen years or over to make decisions for themselves, even if the outcome of 
such a decision may appear to others to be potentially deleterious (Gunn, 1994, cited 
in Emerson et al, 1998). In short, adults with learning disabilities have the right to 
self-determination.
Due to their impairments, individuals with autism may have difficulties understanding 
the choice to be made regarding whether or not they should go on holiday. Holiday is 
an abstract word and may be a difficult concept for a person with autism to 
understand. If the client has never experienced a ‘holiday’ before they may not fully 
understand the decision they are making. Clients may also have difficulty expressing 
their choice.
The right to self-determination is only meaningful if the person making the decision or 
consenting is; appropriately informed; has the ability or capacity to make the decision, 
and is free to make the decision without coercion (Wong, Clare, Gunn and Holland, 
1999). Acquiescence (an underlying predisposition to comply or to submit socially 
desirable answers), where the person does not know what the intervention entails, is 
not consent (DoH 2001). This is particularly important to note as Sigelman, 
Schoenrock, Spanhel, Hromas, Winer, Budd, and Martin (1980) reported extremely
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high acquiescence rates for people with learning disabilities. Clients therefore may 
agree to going on holiday but may not understand to what they are agreeing. Although 
a universally accepted set of standards for capacity to consent remains elusive, the 
following abilities are most commonly cited as relevant: (i) communicating a choice, 
(ii) understanding relevant information, (iii) retaining the information, (iv) 
appreciating the personal significance of the information and (v) reasoning and 
rational manipulation of information to arrive at a decision (Wong et al, 1999).
English law presumes that an adult is competent to consent unless it is proved 
otherwise (Arscott, 1997). An exception to this is if an individual falls with the 
provisions of Part IV of the Mental Health Act (1983), where the law provides the 
authority to treat people without their consent. If a person is deemed not competent to 
give consent, no-one can give consent on behalf of an incompetent adult (DoH, 2001). 
However, relatives, carers and friends may be best placed to advise on the patient’s 
needs and preferences (DoH, 2001). Action taken by, for example, health 
professionals has to be both in the person’s ‘best interest’ and necessary (Emerson et 
al, 1998). Where an individual may not have capacity, there may exist a difficult 
ethical dilemma between both respect for autonomy and the individual’s need for care 
and protection from harm (Wong et al, 1999).
The focus of the discussion regarding the decision-making of people who may unable 
to make decisions for themselves tends to centre on healthcare decisions. However, 
the same issues apply in day-to day life (Emerson et al, 1998). Day-to-day decisions 
about a client’s activities can often be made without conscious review and planning 
for whether the client consents or is making an active choice to participate (Joyce and 
Shuttleworth, 2001). Families and other carers are making decisions all the time on 
behalf of people with learning disabilities. These may include when the person should 
get up, what clothes they should wear, when and where to go out etc. (Emerson et al,
1998). The extent to which the client will be involved will vary according to; the 
ability of the client to communicate choice and to what extent they are able to 
consider the issues, the complexity of the decision and finally, the philosophy and 
patience of the carers. Policies ensuring good-quality services for people with learning 
disabilities should include the essential requirement that they be supported and
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enabled to express their own views about the services they receive and their lives 
(Joyce and Shuttleworth, 2001). A multidisciplinary team may be able to facilitate this 
process and help with decisions regarding whether the client has the ability to take 
part in the decision-making processes. The client’s advocate may also be involved 
(Emerson et al, 1998). ‘Discovering and honouring people’s choices in new contexts 
calls for important and difficult changes. Both the choosing and those assisting choice 
assumes new risks, and new uncertainties are faced as new roles and responsibilities 
are explored’ (Morgan, 2000). It is important that health professionals are familiar 
with concepts of capacity and its evaluation, not only for their own clinical practice, 
but also when providing advice. Clinical psychologists should be aware of their own 
beliefs during assessments and should adopt a structured approach to minimize the 
impact of their own value systems (Law Commission, 1991 cited in Wong et al,
1999). Part of this structured approach might be to conduct a risk assessment.
Risk assessment refers to a method of balancing probable consequences of decisions, 
and formalises the decision-making process (Vinestock, 1996). Assessing risk requires 
consideration of several variables: outcome or consequences, likelihood of the 
outcome, and the timescale of the outcome (Vinestock, 1996). The purpose of any risk 
assessment is to achieve the best possible knowledge of the likely behaviour of a 
client, and to elicit information sufficient for ‘risk factors’ to be minimised and 
appropriately managed. However, this process is often time-consuming (Vinestock,
1996). For the provision of adequate clinical care, risk assessments should be part of 
everyday practice (Vinestock, 1996). For example, a risk assessment should be 
undertaken if a person with autism and learning disabilities was to be taken on 
holiday, as the client may have no sense of danger (Meldrum, 1990), or suffer from 
epilepsy (epileptic seizures occur in about one-third of autistic people by the time they 
reach adulthood (Rutter, 1970, cited in Wing et al, 1997). The client, as stated earlier, 
may exhibit challenging behaviour and civil courts assume that understanding and 
pursuing assessment of risk of harm to self or others is part of the required standard of 
clinical practice (Vinestock, 1996). It is important to remember that risk not only 
changes with time and circumstances, but also that risk assessment is an ongoing 
process and must be subject to regular review (Vinestock, 1996). So, if a decision is 
made in one year that there is too much risk for the client to go on holiday, this will
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not mean that they should never go on holiday. ‘The Care Programme Approach’ 
(CPA), introduced by the Department of Health in 1991 (DoH, 1990), attempts to 
improve and standardise the delivery of community care services. The CPA is divided 
into two levels: standard and enhanced. Both levels of CPA require that risk is 
assessed and monitored, thereby ensuring that regular reviews take place regarding 
risk.
Risk assessment is not only about concerns over safety, but should also be regarded as 
a balance between safety and empowerment (Morgan, 2000). ‘Each of us lives in a 
world which is not always safe, secure and predictable; mentally handicapped people 
too need to assume a fair and prudent share of risk’ (Jay 1979, cited in Alaszewski and 
Alaszewski, 2002). In fact, overprotection may endanger a client's human dignity, and 
tends to keep them from experiencing the risk-taking of ordinary life which is 
necessary for normal human growth and development (Perske 1972, cited in 
Alaszewski and Alaszewski, 2002). The Jay Committee Report on Mental Handicap 
Nursing and Care (Jay 1979) accepts the importance of empowerment through 
ordinary life experiences, arguing that a balance between empowerment and 
protection should be created through the development of risk policies.
Risk is clearly an important part of everyday life for people with learning disabilities 
and Alaszewski and Alaszewski (2002) suggest that broader approaches need to be 
employed, where empowerment and safety issues are balanced and recognised in 
reasonable risk-taking. If organizations and their employees adopt a narrow hazard 
approach to risk, they will contribute to the disempowerment of people with learning 
disabilities. The report, ‘Empowerment and Protection’ (Alaszewski, Parker and 
Alaszewski, 1999, cited in Jenkins, 1997) stresses the importance of supporting staff 
following decisions made according to the risk policy, of preparing for risks that may 
arise through unplanned events, and of learning from decisions taken (Morgan, 2000). 
Clinical psychologists may undertake this role of staff support, e.g. once a decision 
has been made regarding whether the client goes on holiday.
Empowerment, or enablement (Barker and Ritter, 1996) is important for clients to take 
control of their own lives. However, it is debated whether professionals need to be 
empowered themselves before embarking on a process of empowering others
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(Jenkins, 1997). The role of a clinical psychologist may also be to maintain staff 
morale, by valuing staff and encouraging managers to do likewise. This can be 
achieved by operating a comprehensive support system, thus empowering staff who 
are then able to empower clients (Jenkins, 1997).
In order to facilitate a culture of empowerment, working practices should encourage 
contact between staff and clients, and to take a client on holiday would indeed 
facilitate this process (Brown and Smith, 1992 cited in Jenkins, 1997). However, there 
is recognition of the need to maintain clear, professional, interpersonal boundaries 
between paid staff and service users (Golding, 2002). The recognition by professional 
bodies concerning the importance of maintaining clear interpersonal boundaries 
between clients and their practitioners has been an important step towards the 
prevention of abuse (see DCP, 1995 cited in Golding, 2002). However, unqualified 
care staff are not bound by practice guidelines of a professional body and are unlikely 
to have received any awareness training in the maintenance of clear interpersonal 
boundaries between them and their clients. This may be further complicated by the 
many different roles that carers hold e.g. friend, cook, nurse, or parent, many of which 
would be undertaken by staff should they take clients on holiday. Wolfensberger 
(2000) notes that one of the wounds of devalued people is that often their lives are 
filled with artificial and “bought” relationships that are really substitutes for the Teal 
thing’. Indeed, the value base of SRV necessitates a blurring of the interpersonal 
boundaries between paid workers and service users -  a possible consequence of 
which, might be, malpractice (Golding, 2002). Golding (2002) acknowledges that 
interpersonal boundaries are not always clear-cut and suggests that they can be viewed 
in the form of a continuum. She also suggests that clinical psychologists can help 
managers and staff to develop a culture where staff are aware of issues such as abuse, 
are thoughtful about their actions and seek advice and supervision appropriately. Such 
issues should therefore be raised and discussed with all those involved, if taking a 
client on holiday.
When deciding whether a person with autism and learning disabilities should go on 
holiday, a clinical psychologist needs to consider the following, succinctly listed by 
Meldrum (1990); i) Recognition of the human rights and dignity of people with autism
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in any setting; ii) Development and knowledge of experience needs to be ensured; iii) 
Working with people who are autistic is specialised and demanding: staff support and 
recruitment must reflect this reality; iv) Community involvement and professional 
commitment is required; and v) A highly specific approach is needed as an individual 
with autism is unique.
This final point is a very important one and the very essay title question ‘Should 
people with autism and a learning disability ...5 highlights that ‘devalued people tend 
to get de-individualised and subjected to mass management and regimentation’ 
(Wolfensberger, 2000): Individuals with autism vary significantly in the following 
domains: age, evenness of impairment (some individuals are impaired to the same 
degree in all three core domains -  social, communicative and imaginative, and others 
show uneven profiles), severity of communicative, social and imaginative impairment, 
additional symptoms / co-morbid conditions e.g. hyperactivity, sleep disruption, 
anxiety, etc., intellectual competence (from intellectual abilities within the normal 
range to profound learning disabilities), adaptive functioning, presence of medical 
conditions, for example, seizure disorders, metabolic disorders. Even within accepted 
diagnostic systems, autism as a clinical disorder is heterogeneous and this should be 
considered, for example when planning treatment (Baron-Cohen et al, 2000).
There is a necessity for a response to the needs of people with autism, which is of 
lifetime duration and which, to accommodate highly idiosyncratic needs, is 
individually planned and coordinated (Meldrum, 1990). The implementation of 
Person-Centred planning (O’Brien and O’Brien, 1998 cited in Alexander and Hegarty, 
2001) focuses on an individual’s needs and choices, and can institute wide-ranging 
changes in the provisions of services for the individual which accentuates tailoring an 
individual solution to their own needs for the provision of support they receive (Jones 
and Morgan, 2001). Two official bodies, the Welsh Office (1983 cited in Alexander 
and Hegarty, 2001) and the Independent Development Council for People with Mental 
Handicap (IDCPMH, 1982, cited in Alexander and Hegarty, 2001) have emphasised 
the importance of Individualised Programme Planning (IPP) for people with learning 
disabilities and it has become important for service provision (Rose, 1990, cited in 
Alexander and Hegarty, 2001). However, Alexander and Hegarty (2001) criticise the
43
Learning Disabilities Essay
amount of client participation involved when planning an individual’s future. Indeed 
Felce and Grant (1998 cited in Alexander and Hegarty, 2001) suggests that fewer 
individuals have been helped or supported to speak for themselves than might be 
envisaged necessary to facilitate the fuller participation of service users in individual 
planning. Alexander and Hegarty (2001) propose a measure of client participation, 
which although requiring greater reliability, is a step towards assessing this need.
If the decision is made that the individual with autism is going on holiday, there are
several practical issues that should be considered. Although it is generally accepted
\ _
that people with autism have difficulties in coping with change, in many cases it is 
inability to cope with unpredictable change that elicits most problems. Visual or 
written indications of events that will be taking place during the forthcoming day or 
week, and any alterations to the regular routine can be effective in helping individuals 
to understand what and when changes will take place. Daily programmes should also 
remain as structured and predictable as possible (Howlin, 1997). ,
Many adults with autism and learning disabilities live in group homes. One needs to 
consider whether the individual would be able to cope with going on holiday as part of 
a group. Although groups are generally difficult for autistic people, Mesibov (1986, 
cited in Mesibov and Lord, 1987) suggests that a group can provide a positive 
environment for people with autism. However, if the individual is unhappy with the 
new experience, perhaps shown through challenging behaviour, then staff ratios 
should be such that they can cope with the challenges without it impacting upon the 
other clients. This may include providing the option of returning home with the client 
(and not the whole group), and routine and predictability resumed. Such arrangements 
e.g. length and destination of holiday, need to be pre-planned. It is the role of 
professionals who are knowledgeable about autism, and the behaviours that are likely 
to prove troublesome, to advise, warn and develop strategies for carers to follow 
(Howlin, 1997).
Wofensberger (2001) suggests that ‘Devalued people suffer impoverishment of 
experience, many experiences that people take for granted may be very foreign to 
them’. The question of whether a holiday is of primary importance to someone with
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autism and a learning disability should be considered. There may be more 
fundamental, everyday experiences that they have not yet encountered. Mesibov 
(1994) also proposes that people with autism need others to understand their different 
ways of viewing the world and require help bridging the gap between their 
perceptions and those shared by the rest of society. For example, the general public’s 
view of a holiday e.g. change of environment, relaxation, discovering new things, may 
be very different from someone with autism, who may consider a holiday as simply 
having a break from everyday demands presented by staff.
To conclude, the decision regarding whether someone with autism and a learning 
disability should go on holiday will vary according not only to the functional level of 
the client, but also the social and political beliefs of the service-providers, the general 
outlook of care providers, local attitudes, the organisation making the provision and 
the amount of finance available (Meldrum, 1990). Clinical psychologists can have a 
very influential role at all of these levels, increasing people’s awareness and 
understanding of issues that they may face when making decisions with people who 
have autism and learning disabilities.
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DSM-IV (1994) diagnostic criteria for autistic disorder:
(A) A total of six or more items from 1) 2) or 3) with at least two from 1) and one from 2) 
and 3)
1) Qualitative impairment in social interaction, as manifested by at least two of the 
following:
(a) marked impairment in the use of multiple non-verbal behaviours such as eye-to-eye 
gaze, facial expression, body postures, and gestures to regulate social interaction
(b) failure to develop peer relationships approprate to developmental level
(c) a lack of spontaneous seeking to share enjoyment, interests, or achievements with 
other people
(d) lack of social or emotional reciprocity
2) Qualitative impairments in communication as manifested by at least one of the 
following:
(a) delay in, or total lack of, the development of spoken language (not accompanied by 
an attempt to compensate through alternative modes of communication such as 
gesture or mime)
(b) in individuals with adequate speech, marked impairment in the ability to initiate or 
sustain a conversation with others
(c) stereotyped and repetitive use of language or idiosyncratic language
(d) lack of varied, spontaneous make-believe play or social imitative play appropriate 
to developmental level.
3) Restricted repetitive and stereotyped patterns of behaviour, interests and activities, 
as manifested by at least one of the following:
(a) encompassing preoccupation with one or more stereotyped and restricted patterns 
of interest that is abnormal either in intensity or focus
(b) apparently inflexible adherence to specific, non-functional routines or rituals
(c) stereotyped and repetitive motor mannerisms (e.g. hand or finger flapping or 
twisting, or complex whole-body movements)
(d) persistent preoccupation with parts of objects
(B) Delays or abnormal functioning in at least one of the following areas, with onset prior 
to the age of three years:
(1) Social interaction
(2) Language as used in social communication
(3) Symbolic or imaginative play
(C) The disturbance is not better accounted for by Rett’s Disorder or Childhood 
Disintegrative Disorder
Cooper (1997)
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Table 1:
Definition of a learning disability:
The presence of;
• A significantly reduced ability to understand new / complex information, to learn 
new skills (impaired intelligence), with,
• A reduced ability to cope independently (impaired social functioning)
• Which started before adulthood with lasting effect on development.
(Department of Health, 2001)
Table 2
Definition of Challenging Behaviour as defined by Emerson et al, (1988)
The term challenging behaviour is defined as ‘behaviour of such an intensity, 
frequency or duration that the physical safety of the person or others is likely to be 
placed in serious jeopardy, or behaviour which is likely to seriously limit or deny 
access to and use of ordinary community facilities’.
Emerson, Cummings, Barrett, Hughes, McCool, and Toogood, (1988)
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O’Brien’s five ‘service accomplishments’:
1) 4 Ensuring that service users are present in the community by supporting their 
actual physical presence in the same neighbourhoods, schools, work places, 
shops, recreation facilities, and churches as ordinary citizens.
2) Ensuring that service users are supported in making choices about their lives be 
encouraging people to understand their situation and the options they face, and to 
act in their own interest, both in small everyday matters and in such important 
issues as who to live with and what type of work to do.
3) Developing the competence of service users by developing skills and attributes 
that are functional and meaningful in natural community environments and 
relationships, (i.e. skills and attributes which significantly decrease a person’s 
dependency or develop personal characteristics that other people value).
4) Enhancing the respect afforded to service users by developing and maintaining a 
positive reputation for people who use the service by ensuring that the choice of 
activities, locations, forms if dress and use of language promote the perception of 
people with disabilities as developing citizens.
5) Ensuring that service users participate in the life of the community by supporting 
people’s natural relationships with their families, neighbours and co-workers 
and, where necessary, widening each individual’s network of personal 
relationships to include an increasing number of people.4
(cited in Emerson, Hatton, Bromley and Caine, 1998)
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“Early intervention works”. Critically discuss the evidence for the effectiveness 
of early intervention approaches for behavioural problems.
The answer to the question ‘Does early intervention work?’ is ‘Yes’ (Guralnick, 1997 
cited in McCollum, 2002). However, a more cautious response to this is that ‘It 
depends.’ Diversity in early intervention populations, purposes, and approaches makes 
it less than meaningful to address effectiveness at a global level (McCollum, 2002).
Therefore, in order to critically discuss the evidence for the effectiveness of early 
intervention for behavioural problems the following areas will be addressed:
a) The definition of ‘behaviour problem’
b) What constitutes early intervention
c) Evaluation of studies that have been carried out with young children who exhibit 
behaviour problems.
d) The wider service applications of early intervention for behaviour problems.
a) What is a ‘behaviour problem’?
Parents frequently report that their children display problematic behaviour during 
early childhood and toddler years. Many developmental, emotional and behavioural 
problems are short-lived e.g. fears in small children and temper tantrums in toddlers 
(Sutton, 2000). Although most problems are transient, some children will continue to 
have difficulties throughout childhood and into their adult years (LaRocque, Brown 
and Johnson, 2001). Herbert (1993) suggests there are three classes of problematic 
behaviour; behaviour that is excessive e.g. hitting or screaming, behaviour that is 
‘appropriate’ but occurs in inappropriate contexts and ‘behavioural deficits’ e.g. 
incontinence or low self-esteem. He goes on to say that some behaviour problems 
decline in frequency with age e.g. speech problems, fears, toilet-training difficulties. 
Many problems show high frequencies around the time children begin school, decline 
in prevalence and rise again at puberty e.g. sleep difficulties, over-dependence, food- 
finickiness. Behaviours that decline at a later stage and at a slower rate include over­
activity, destructiveness and tempers. In their severe forms, these and other types of 
aggressive, antisocial behaviour constitute a constellation of problems referred to as
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‘conduct disorders’. Conduct disorders are more prevalent in boys than in girls, with 
male: female ratios varying from 4:1 to 2:1. These rates for boys tend to decline as 
they mature, but there is no change for girls. The highest rate of conduct disorder is 
found in low-income families (Carr, 1999). It is this behaviour problem that this essay 
shall focus upon.
There is some evidence that Oppositional Defiant Disorder (ODD) may be a 
developmental precursor of conduct disorder (Kazdin, 1995, cited in Carr, 1999). 
Oppositional defiant disorder is characterized by tantrums and defiance. It doesn’t 
include violations of the law occurring in the wider community, unlike conduct 
disorder. Although ODD is a less pervasive disorder it entails a persistent pattern of 
behaviour that endures for more than 6 months. In this respect it is distinguished from 
transient adjustment reactions characterised by defiance and tantrums. From a 
developmental perspective, the onset of ODD occurs typically during the preschool 
years. It has distinctive cognitive and affective features and is associated with 
particular social difficulties (Carr, 2001). Diagnostic criteria for ODD and Conduct 
Disorder are given in DSM IV (APA, 1994) and ICD-10 (WHO, 1992) -  See 
Appendix 1. It should be noted that the distinction between ODD and conduct disorder 
is a relatively recent development so most theories in this area have been developed 
with specific reference to conduct disorder but have obvious implications for ODD.
In general, diagnoses involving disruptive or externalising behaviours (conduct 
disorder, ODD and Attention Deficit / Hyperactivity Disorder -  ADHD) often go 
together. The co-occurrence of Conduct Disorder and ODD is common. Among 
clinic-referred youth who meet the criteria for conduct disorder, 84-96% also meet 
concurrent diagnostic criteria for ODD (Kazdin, 1997).
Kazdin, (1995, cited in Carr, 2001) reported that a third to a half of all preadolescent 
children attending child and family clinics present with oppositional behaviour, 
temper tantrums, defiance and non-compliance. Carr (1999) however suggests that 
overall prevalence rates for conduct disorders and ODD vary from four to 14 percent 
depending upon the criteria used and the population studied. Between 50 and 75% of 
preschool children with significant behavioural difficulties continue to have these
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difficulties up to 6 years later (Nixon, 2002). Sutton (2000) suggests that it is much 
easier to help children earlier, rather than later, when the patterns of learned behaviour 
are entrenched and it is this observation that lends support to the need for early 
intervention.
b) What constitutes early intervention
Early intervention, like ‘behaviour problem’ is a broad concept. Over the past two 
decades there have been many changes in early intervention. Direct services are 
increasingly provided in community settings rather than in a special setting such as 
clinics or hospitals. Goals of intervention have come to include prevention and 
amelioration as well as remediation (McCollum, 2002). ‘Intervention in the pre-school 
years can be seen as a primary preventative strategy’ (White, Agnew and Verduyn, 
2002). In 1964, Caplan (cited in Offord, 1987) made a differentiation between 
primary, secondary and tertiary prevention. Primary prevention aims to reduce the 
incidence or the number of new cases or disorders in a population. Secondary 
prevention or treatment has the goal of reducing the prevalence of dysfunctions or 
disorders, while tertiary prevention or rehabilitation focuses upon reducing the 
consequences resulting from dysfunction or an established disorder. Caplan (1964 
cited in Offords, 1987)) suggests there are difficulties in making the assumption that 
early intervention is a primary preventative strategy. The differentiation between 
primary and secondary prevention sometimes becomes hazy because the definition 
and measurement of disorder pose conceptual difficulties. For example, if a disorder is 
judged not present at the beginning of an intervention then it should be classified as 
primary prevention. If it is present at the onset then intervention may be considered as 
secondary prevention or treatment. However, behaviour problems exist on a 
continuum so setting a threshold for the disorder will involve an arbitrary judgement. 
Therefore, one cannot clearly define early intervention as a ‘primary preventative 
strategy’.
Nixon, (2002) states that the preschool years are now considered a critical window for 
early intervention for conduct problems. Experts in child development concur that 
behaviour problems in children can be identified by age three years (LaRocque, et al,
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2001). However, much of the research literature that investigates ‘early interventions’ 
for children with conduct disorders tends to include preadolescent children.
Because ‘early intervention’ spans a variety of ages and stages in intervention, this 
essay shall include in its evaluation of ‘early intervention studies’, interventions with 
preadolescent children who have a conduct disorder.
c) Methods and Evaluation of Early Intervention
What evidence is there to suggest ‘early intervention works for behaviour problems’? 
Many different treatments have been applied to children with conduct disorders 
including pharmacotherapy, psychotherapy, residential and hospital based treatments 
etc (Kazdin, 1997). There are many reasons why children may have behavioural 
problems -  neurological, biological/physical, learning disabilities, abuse, relationship 
difficulties (Carr, 1999) and LaRocque et al, (2001) states that these need to be 
considered and the function of behaviour identified before intervention should be 
attempted. Kazdin (1997) took this into account and, in order to be considered for his 
review of treatments for conduct disorder, treatments were required to possess 
theoretical rationale, suggest how the conduct disorder develops and then how it is 
redressed through treatment. He also required the studies to have some basic research 
to support them and that outcome evidence was able to demonstrate whether treatment 
effected any change taking place. Kazdin (1997) identified four classes of 
interventions that he believed had good empirical support. These were parent 
management training, problem-solving skills training, functional family therapy and 
multisystemic therapy. The next part of this essay will look at each of these treatments 
in turn. The development and effectiveness of parent management training, for which 
there has been so much research, shall be examined in more detail. Finally, some of 
the difficulties when evaluating the effectiveness of early intervention approaches for 
behavioural problems shall be discussed.
Poorly developed social problem-solving skills have been found to characterise many 
children with conduct problems (Carr, 2001). Problem-solving skills training consists 
of developing interpersonal cognitive problem-solving skills. The intervention 
involves a therapist training a child to handle social situations in a systematic way
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(Carr, 1999). The emphasis is on how children approach situations i.e. thought 
processes that occur. Children are encouraged to carry out prosocial behaviours 
through modelling and positive reinforcement (reward for appropriate behaviour). 
Examples of various social situations provide a focus for training sessions. These are 
carried out through modelling, role-play, shaping and reinforcement (Carr, 1999) and 
applied to real-life situations.
There is evidence to suggest that cognitively-based treatments are able to reduce 
children’s aggressive antisocial behaviour at school, home and in the community. 
Follow-up studies suggest that these gains are evident up to a year later (Kazdin,
1997). Developmental psychology research is further detailing maladaptive cognitive 
processes among children with conduct disorder (Crick and Dodge, 1994 cited in 
Kazdin, 1997) but further evidence is required to show that there is a positive 
correlation between change in cognitive processes and treatment outcome. There is 
some evidence that this intervention is better for older children due to cognitive 
development (Durlak, Fuhrman and Lampman, 1991 cited in Kazdin, 1997). This 
might therefore not support the notion that the earlier an intervention for behaviour 
problems, the better. However, evidence for differential responsiveness according to 
age for this approach is not well documented (Kazdin, 1997).
Functional family therapy (FFT) is an integrative approach that relies on systems, 
behavioural and cognitive views of dysfunction (Alexander, Holtzworth, Munroe and 
Jameson, 1994 cited in Kazdin, 1997). There is an assumption that a child’s problem 
behaviour occurs as a means of meeting interpersonal functions among family 
members e.g. support, intimacy. The aim of therapy is to increase reciprocity and 
positive reinforcement, altering interaction and communication patterns in such a way 
as to encourage more adaptive functions. Alexander et al (1994 cited in Kazdin, 1997) 
found that FFT led to greater change than other treatment techniques e.g. client- 
centred family groups, psychodynamically oriented family therapy and no-treatment 
control groups. Treatment outcome was revealed through improved family 
communications / interactions and lower rates of referral and contact with courts. 
Gains have been demonstrated to remain evident two and a half years after treatment. 
Unfortunately there is a paucity of literature looking at outcomes of this approach.
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Kazdin (1997) also says that for the majority of time this approach has been used with 
adolescents and further work with children and clinic populations is necessary.
Multisystemic Therapy (MST) is a family-systems based approach to treatment 
(Henggeler and Borduin, 1990 cited in Kazdin, 1997). This sees the child as 
embedded in a number of systems e.g. family, schools, peers, and community. 
Multiple different treatment procedures can be selected as the focus is on the multiple 
systems that may impact upon a child. The aim is to address individual family and 
system issues that contribute toward the problem. Family therapy techniques e.g. 
reframing, enactment and assigning specific tasks, are used to increase 
communication, identify problems, build cohesion and alter how family members 
interact. Treatment procedures are used on an ‘as needed’ basis. The focus of 
treatment is on interrelated systems and how they affect each other. Outcome studies 
primarily have evaluated this approach with youths that have extremely aggressive 
and antisocial histories. Research has demonstrated the efficacy of this approach. 
MST is suggested to be superior to approaches such as community-based eclectic 
treatment or individual counselling (Kazdin, 1997). However, the administration of 
MST requires the provision of high-quality different interventions. It may also be a 
challenge deciding what treatment to use in a given case among the many 
interventions encompassed by MST (Kazdin, 1997)
Parent management training (PMT) is considered one of the best-evaluated and most 
promising treatments for behaviour problems (Nixon, 2002). It is a social learning- 
based intervention that focuses on parenting behaviours. The intervention assumes 
behaviour problems are the result of a parenting skills deficit. This is supported by an 
empirical literature, which demonstrates a relationship between parent behaviours and 
child adjustment (Dadds, 1995, cited in Golding, 2000). PMT programmes teach 
parents to manage childrens’ behaviour through behaviour modification based upon 
using positive reinforcement, negotiation and contingency contracting. In general, 
only the parents (or primary caregiver), not the child, participate in treatment (Nixon,
2002). Parents are trained to identify, define and observe problem behaviours in new 
ways and learn social learning principles e.g. positive reinforcement and discipline 
strategies and finally these approaches are taught via interactive discussion,
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modelling, role play, home assignments and direct feedback (Webster-Straton, 1999). 
Child functioning at school is usually incorporated later into the programme so 
teachers can also play an important role in monitoring and providing consequences for 
behaviours at school.
Kazdin (1997) reports that treatment effects for this type of intervention reveal marked 
improvements in child behaviour on a wide range of measures including direct 
observations of behaviour at home and school, parent and teacher reports of deviant 
behaviour, and institutional records (e.g. police / school). Follow-up assessment 
revealed the gains were often maintained 1-3 years after treatment. One programme 
even reported maintenance of gains 10-14 years later (Long, Forehand, Wierson and 
Morgan, 1994 cited in Kazdin, 1997). PMT has also been shown to have a positive 
effect on sibling behaviour (Kazdin, 1997). Carr, (2001) reviewed 8 studies (see 
Appendix 2) that used this approach with children whos ages ranged between 2 and 12 
years old. Carr concluded that in the short term, individually based behavioural parent 
training spanning 10-20 sessions was more effective than no treatment or less clearly 
focussed family interventions. In particular, for children with ODD, individually 
based PMT reduced home and school-based behavioural problems and improved 
parenting skills and parent-child relationships.
Carr, (2001) suggests that one problem with an individual based approach to PMT is 
its high cost in terms of therapists’ time. This concern was one of several factors that 
encouraged the use of group-based approaches. Cunningham, Bremner and Boyle, 
(1995) used a prospective randomised trial to compare a large group community- 
based PMT, with clinic-based individual PMT. They found that providing a group not 
only increased cost efficacy but also the availability and accessibility of treatment. 
Other benefits included the group providing more solutions to child management 
problems than individual intervention. Group intervention also appeared to yield 
greater long-term improvements in parental reports of child management problems. 
The most carefully evaluated group-based parenting programme is the Parents and 
Children Series (PACS) developed by Webster-Stratton (Webster-Stratton and 
Herbert, 1994 cited in Taylor, Schmidt and Pepler, 1998). The outcome assessment of 
PACS includes improvements in children’s and parents behaviour, (shown through
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parent rating and independent observations), treatment effects lasting up to 3 years 
(Webster-Stratton, 1990 cited in Taylor et al, 1998), parents consistently reporting 
high satisfaction and a 10% attrition rate. Taylor et al (1998) looked at the 
effectiveness of PACS in an applied setting with 3-8 year old children with behaviour 
problems. They compared PACS with an eclectic treatment approach and with a wait­
list control group. Clients were randomly assigned to these conditions and the results 
revealed that mothers in the PACS intervention reported fewer behaviour problems 
with their children and greater parental satisfaction regarding the treatment (Eyberg, 
1993 cited in Taylor et al, 1998) than mothers in the eclectic treatment. However 
limitations of this study include a lack of follow-up outcome measures, and although 
mothers reported a reduction of behaviour problems, teachers did not observe such 
similar effects.
While group-based and individually based PMT programmes have been shown to help 
some parents acquire new parenting skills, not all parents are equally successful in 
applying these new skills consistently with their children. High life stresses and low 
levels of social support characterize non-responders (Carr, 2001), yet these are the 
people most likely to have children with behavioural problems. An extensive amount 
of literature shows that children with behaviour problems are likely to live in families 
characterised by marital discord, low SES, single-parent status, parental depression 
and other parental psychopathology (Nixon, 2002). Kazdin, (1990 cited in LaRocque 
et al, 2001) suggests that treatment directed at children with conduct disorder may 
need to identify families at risk from termination. Such risk includes; severity of child 
dysfunction, stress from multiple sources that impinge on the parent, and socio­
economic disadvantage. Indeed, Webster-Stratton (1999) argues that PMT not only 
requires the teaching of parenting skills but also needs to consider the interpersonal 
and relational difficulties of family members. Carr (2001) reports on four studies (see 
Appendix 2) that tried to evaluate PMT programmes where social support for the 
child’s primary care-giver was incorporated. He concludes that where assessment 
revealed a primary care-taker received little social support from their partner, then the 
most effective treatment was PMT combined with a component to enhance social 
support provided by the partner. However, in instances where this was not the case, 
this additional treatment provided little further benefit.
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There is now increasing understanding regarding how social environments such as 
stressful life events, socio-economic status, racism and lack of support systems 
influence parents’ ability to maintain behaviour change (Webster Stratton, 1999). 
Golding (2000) advocates an ecological model. This enables programmes to be 
individually tailored to the needs of families and communities. It draws attention to 
the interpersonal interactions of family members and their feelings of self-efficacy. 
Intervention is taken to the community where attention is focussed on increasing 
family support networks, improving school involvement, and addressing the needs of 
different cultures.
As previously mentioned, poorly developed social problem-solving skills have been 
found to characterize many children with conduct problems and this has provided an 
impetus for developing programmes that while using PMT, also targets this problem­
solving deficit, i.e. the inclusion of child-focused social problem-solving skills into the 
overall treatment package. Carr’s (2001) review of three studies that evaluated this 
method of training (see Appendix 2) suggests that in both short-term and a year after 
treatment, programmes that included child-focused problem-solving skills training 
alongside PMT led to better outcomes than no treatment and to programmes that only 
included one of the two treatment components.
As well as enhancing interventions by complementing traditional interventions with 
additional treatment components, the actual delivery of treatment has evolved over the 
years with the aim of further increasing cost effectiveness.
Sutton (1992 cited in Sutton, 2000) suggests that it is possible to bring about marked 
improvements in the behaviour of pre-school children by means of using the telephone 
if collaboration with parents is obtained. In her study, treatment consisted of a 
‘package’ of eight, once-weekly phonecalls and two follow-ups. Children whose 
parents received training over the telephone became more manageable by comparison 
with the children of parents who did not receive training. An independent evaluator 
reported these effects were still present, 12-18 months later.
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Videotape modelling interventions have been comprehensively studied and evaluated 
by Webster-Stratton. This approach uses videotapes in which parent skills are 
modelled through vignettes of parent-child interactions and, depending on the form of 
delivery, it is generally accompanied by clinician-led discussions with parents. This 
has been shown to be just as effective as individual treatment and superior to a waitlist 
control (Webster-Stratton, 1984 cited in Nixon, 2002). Self-administered videotape 
modelling programmes are also reported to have been effective in the short-term 
(Webster-Stratton, 1992 cited in Nixon, 2002). Based on five studies that incorporated 
video-modelling into PMT, Carr, (2001) (see Appendix 2), concludes that group- 
based video-modelling PMT was shown to be as effective as individually based PMT 
and that both of these were more effective than video-modelling PMT that involved 
minimal therapist contact. However, this latter experimental group were still 
considered to be quite effective. Nixon, Sweeney, Erickson and Touyz (2000, cited in 
Nixon, 2002) investigated using a combination of both videotape instruction and 
telephone delivery for families with children aged 3-5 years diagnosed with ODD. 
Results indicated that the modified treatment, that used didactic videotapes and 
alternated between face-to-face consultations and sessions conducted over the 
telephone, was superior to a control group.
Despite the large number of research studies carried out, there are many 
methodological problems which should be looked at. One of the most important 
methodological limitations of the research to date relates to the definition of 
‘improvement’ in conduct problems. How much change constitutes ‘significant 
improvement’? (Webster-Stratton, 1999). This is not easy to gauge, particularly as 
studies vary in their tools to assess outcome. Such tools have necessarily had to 
change in response to our increasing understanding of the many factors involved in 
the development of behaviour problems. Initially behaviour problems were viewed as 
a consequence of maladaptive parent-child interactions (Kazdin, 1997). The eight 
studies that used individual PMT, reported by Carr (2001), used the following 
outcome measures: Parent and researcher ratings of symptomatic improvement after 
treatment, and parent-child interaction. Two of the studies included teacher’s ratings 
of symptoms and one also included parent and researcher ratings at follow-up and 
reading achievement at follow up. However, more recently, explanations for
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behaviour problems have broadened and as a consequence outcome measures have 
changed. This is reflected in Taylor et al’s (1998) study, which used a variety of 
outcome measures to compare an eclectic treatment with Webster Stratton’s Parent 
and Child Series of intervention and a wait list control. Outcome measures included:
i) The Eyberg Child Behaviour Inventory (Eyberg and Ross, 1978 cited in Taylor 
et al, 1998), a 36-item behavioural inventory of conduct problems
ii) The Child Behaviour Checklist (Achenbach, 1991 cited in Taylor et al, 1998) 
which reflects a wide range of behaviour problems
iii) Achenbach Teacher Report Form,(Achenbach, 1991 cited in Taylor et al,
1998) a checklist reflecting a wide range of behaviour problems
iv) A Parent Daily Telephone Report (Chamberlian and Reid, 1987 cited in Taylor 
et al, 1998) where parents report on the occurrence or non-occurrence of a 
number of specific negative behaviours during the previous 24 hours and which is 
reported to correlate strongly with home observation data of the child’s behaviour 
(Webster Stratton et al, 1988 cited in Taylor et al, 1998)
v) Matson Evaluation of Social Skills with Youngsters, (Matson, 1990 cited in 
Taylor et al, 1998) which reports on appropriate and inappropriate social 
behaviours
vi) The Dydadic Adjustment Scale (Spanier, 1976 cited in Taylor et al, 1998) 
reflects four aspects of relationships: affectional expression, dyadic consensus, 
dyadic cohesion, and dyadic satisfaction.
vii) Support Scale (Procidano and Heller, 1983 cited in Taylor et al, 1998) assesses 
parents’ perceptions of support from family and friends.
viii) Beck Depression Inventory, (Beck, 1972 cited in Taylor et al, 1998) a self- 
report measure of general depression.
ix) Brief Anger-Aggression Questionnaire (Maiuro, Vitaliano and Cahn, 1987 
cited in Taylor et al, 1998) is a self-report questionnaire screening for overt anger 
and aggression.
x) Therapy Attitude Inventory (Eyberg, 1993 cited in Taylor et al, 1998) used to 
assess parental satisfaction with treatment of children with conduct problems.
Many outcome measures appear to be based upon self-report and one may query how 
reliable this is. If a parent has made considerable effort to participate in an
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intervention then they may report improvements as a way to avoid cognitive 
dissonance (and instead, strive to maintain consistency in their cognitions i.e. beliefs, 
attitudes, perceptions of own behaviour, (Hewstone, Stroebe, Codol and Stephenson, 
1990). This may also apply to other parties involved in reporting behaviour e.g. 
teachers, therapists and researchers. Nixon (2002) states that fathers did not report any 
change on any variable, and this may have been explained by their lack of direct 
involvement. She goes on to say that no objective measures of change were used in 
her study and therefore findings should be ‘considered with some caution5. Maselli 
Brown and Veaco (2001) looked at the relationship between parent's perception of a 
child’s aggression in the home and the teacher’s perception in the classroom. Both 
used the Louisville Behaviour Checklist (Miller, 1977 cited in Maselli et al, 2001) to 
reflect their perceptions of the child’s behaviour from social deviance to social 
competence. The authors found that teacher perception of aggressive behaviour was 
consistently lower than parental perception for a sample of preschool children. 
However, parental perceptions of aggression were found to be moderately and 
significantly correlated with teacher ratings.
In the majority of child therapy studies, children’s symptoms are the exclusive focus 
of outcome evaluation. Other domains such as prosocial behaviour and academic 
functioning are neglected, even though they relate to long-term adjustment (Kazdin,
1997). Conduct disorder has a poor long-term prognosis so it is important to identify 
whether treatment has enduring effects. Therefore follow-up studies are important. 
However, Barnett et al, (1999) warn that results of follow-up may be difficult to 
interpret as the longer the follow-up interval, the more ecologies may change, acting 
as confounding variables and having unplanned impact on outcomes.
Studies looking at effectiveness of early intervention use children of varying age 
bands. This may lead to a possible confounding of outcome findings as the older the 
child, the greater the possibility that the behaviour problem is more entrenched. Nixon 
(2002) cautions researchers when making generalizations about treatment for 
preschoolers based on studies that have included school-aged children (Eyberg, 1992 
cited in Nixon, 2002).
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The magnitude of change and durability of treatment effects gives rise to issues such 
as how to evaluate treatment and the conclusions reached about particular 
interventions. Clinical significance refers to whether the intervention makes any ‘real5 
difference to clients or to others with whom they interact. It is important to consider 
because it is possible to find statistically significant treatment effects but not have an 
impact on ways that may improve a person's functioning or adjustment in daily life 
(Kazdin, 1997). One way in which to examine clinical significance is to compare the 
experimental group to peers that are functioning ‘normally5. However, it has been 
conceded that assessment of clinical significance is plagued by methodological and 
definitional limitations (Nixon, 2002).
Small sample sizes and failing to address the issue of comorbidity within samples may 
have a differential effect on outcome (Nixon 2002). Many children who have ODD 
have additional problems e.g. learning disabilities, and it is unclear how this impacts 
upon responses to treatment (Carr, 2001). Unambiguous definitions are essential for 
further evaluation research. Also, more recently it has been recognised that there is a 
need for adherence to treatment protocols and that therapist competency is assessed to 
the satisfaction of field experts (Nixon, 2002). Therapeutic skills are necessary to 
collaborate effectively with families and are critical to successful interventions with 
young children with behavioural problems, so therapist competency is important 
(LaRocque et al, 2001).
Golding (2000) suggests that more research is needed to compare the successfulness 
of approaches in different settings, for different age groups and for different severity 
of problems. There is also a need for more information about different cultural values 
and how they may affect parenting behaviours. Contextual variables have critical 
importance as they potentially can accelerate or impede intervention gains (Schwartz 
and Olswang, 1996 in Barnett et al, 1999).
Wider clinical and service implications
There is clearly a belief that early intervention is effective. In March 1998, (Bayley,
1998) a conference was held in London that looked at early intervention and how 
central government can work across departments to promote better services. One
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example of this is Sure Start (White, 2002). Sure Start is part of the government’s 
policy to prevent social exclusion and is targeted at pre-school children and their 
families in disadvantaged areas. It recognises the importance of the early years for 
child development, the profound impact of multiple disadvantage on young children, 
and the current variation across the country in services for children and families (Hall, 
2000).
At the conference (Bayley, 1998) Sir Michael Rutter emphasised the importance of a 
multi-factorial approach to early intervention for children with behaviour problems. It 
is this multifactorial approach that challenges planners and practitioners when trying 
to develop services (Sutton, 2000). The NHS Advisory Service Report (1995) on 
Child and Adolescent Mental Health Services (Together We Stand) describes the 
range of levels of service to children and families and emphasises the importance of 
effective liaison between specialist and community services (White, 2002).
As part of this liaison, the DfES, (Department For Education And Skills) in 
collaboration with other people and organisations, has produced a guidance document. 
Their Mental Health website (2002) is designed to help teachers and others, working 
alongside mental health professionals, to promote children's mental health and to 
intervene effectively with those children experiencing problems. It has been written 
for Local Education Authorities, schools, pre-school settings and Child and 
Adolescent Mental Health Services. It offers examples of good practice in the area of 
the early identification and interventions for children and young people experiencing 
mental health problems in pre-school and school settings. It provides examples of 
specialist services such as ‘The Nippers Project’ that offers parents and their children 
specialist help. It also describes how LEA Early Intervention Teams may also be used 
to provide support and advice to pre-school settings, parents and children. Such 
initiatives continue to demonstrate belief in the effectiveness of early intervention.
‘The finding that early intervention is effective has withstood research and is not the 
question that needs to be endlessly reiterated’ (Guralnick, 1991 cited in Innocenti, 
1993). However, the term ‘early intervention’ encompasses a multitude of approaches. 
It includes provision of different services (developmental, medical, academic, life 
skills), to whom (child, family), when (at what age, for how long), where (home,
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school, hospital, community setting), how (directly, indirectly) and why (prevention, 
remediation), (McCollum, 2002). These variables may all act as moderating / 
mediating factors when trying to evaluate the effectiveness of early intervention 
approaches for behavioural problems.
If we are to advance our understanding of early intervention and improve intervention 
we need to examine critically what is effective in early intervention, what is not 
effective in early intervention, and what are the factors that sometimes make an 
intervention effective and sometimes make it an unproductive use of time (Innocenti, 
1993). It is part of our professional role to provide accountability and this requires 
evaluating evidence that intervention plans help as intended. (Barnett et al, 1999).
72
Child and Young People Essay
REFERENCES
American Psychiatric Association (1994). DSMIV. Diagnostic and statistical manual 
o f mental disorders (4th ed.). Washington, DC: Author.
Barnett, D.W., Pepiton, A.E., Bell, S.H., Gilkey, C.M., Smith, J.J., Stone, C.M., 
Nelson, K.I., Maples, K.A., Helenbrook, K., and Vogel, L. (1999) Evaluating Early 
Intervention: Accountability methods for service delivery innovations. The Journal o f 
Special Education, Vol. 33, No. 3,177-188.
Bayley, R. (Ed.) (1998), Transforming children’s lifetime prospects: the importance of 
early intervention. Proceedings of a conference held in London. (www.Ipsc.org.uk)
Carr, A. (Ed.), (2001), What. Works with children and adolescents? A critical review 
o f psychological interventions with children, adolescents and their families. Brunner- 
Routledge, Taylor and Francis Group.
Carr, A. (1999), The Handbook o f Child and Adolescent Clinical Psychology: A 
contextual Approach. Routledge: London and New York.
Cunningham. C.E., Bremner, R., and Boyle, M. Large group community-based 
parenting programs for families of preschoolers at risk for disruptive behaviour 
disorders: utilization, cost effectiveness and outcome. Journal o f  Child Psychology 
and Psychiatry, Vol. 36 No. 7 1141-1159.
Department For Education And Skills Mental Health (2002). Promoting Children’s 
Mental Health within early years and school settings.
(www.dfes. gov.uk/mentalhealth/mhealth. shtml)
Golding, K. (2000), Parent Management Training as an Intervention to Promote 
Adequate Parenting, Clinical Child Psychology and Psychiatry, Vol. 5 (3), 357-371.
73
Child and Young People Essay
Hall, D.M.B. (2000), What is Sure Start? Archives o f Disease in Childhood, 82, 435- 
437.
Herbert, M. (1993), Working with children and the Children Act: A practical guide for 
the helping professions. BPS Books.
Hewstone, M., Stroebe, W., Codol, J.P. and Stephenson, G.M., (Eds.), (1990), 
Introduction to social psychology. Basil Blackwell Ltd: Oxford.
Innocenti, M.S. (1993), Reflections on “Are more intensive early intervention 
programs more effective? A review of the literature”. Exceptionality, 4, (1), 59-63.
Kazdin, A. (1997), Practitioner Review: Psychosocial Treatments for Conduct 
Disorder in Children. Journal o f Child Psychology and Psychiatry. Vol. 38, No.2, 
161-178.
Maselli, D., Brown, R., and Veaco, L. (2001), Aggressive behavior of the preschool 
child. Education, Vol. 104,4, 385-388.
McCollum, J.A. (2002) Influencing the development of young children with 
disabilities: Current themes in early intervention, Child and Adolescent Mental 
Health, Vol. 7, No. 1, 4-9.
NHS Advisory Service Report (1995) Together We Stand: The commissioning, role 
and management of child and adolescent mental health services. London: HMSO.
Nixon, R.D. V. (2002) Treatment of behavior problems in preschoolers: A review of 
parent training programs. Clinical Psychology Review, 22, 525-546
Offord, D.R. (1987), Prevention of behavioural and emotional disorders in children. 
Journal o f Child Psychology and Psychiatry, Vol 28, No. 1, 9-19.
74
Child and Young People Essay
Sutton, C. (2000) Child and Adolescent Behaviour Problems: A multidisciplinary 
approach to assessment and intervention. The British Psychological Society.
Taylor, T., Schmidt, F., Pepler, D. and Hodgins, C. (1998) A comparison of eclectic 
treatment with Webster-Stratton’s Parents and Children Series in a Children’s Mental 
Health Center: A Randomized Controlled Trial, Behavior Therapy, 29,221-240.
Webster-Stratton, C. (1999) Researching the impact of parent training programmes on 
child conduct problems (p85-114). In Lloyd, E. (Eds.), (1999) Parenting Matters: 
What works in parenting matters? Bamardos: Ilfor, Essex.
White, C., Agnew, J., and Verduyn, C. (2002) The Little Hulton Project: A pilot child 
clinical psychology service for preschool children and their families. Child and 
Adolescent Mental Health, Vol. 7, (1) 10-17.
World Health Organisation (1993). International classification o f diseases: Tenth 
revision. Chapter V. Mental and behavioural disorders including disorders o f  
psychological development): Genva.
75
Child and Young People Essay
APPENDICES
76
Child and Young People Essay
APPENDIX 1
77
Child and Young People Essay
Diagnostic criteria for Oppositional Defiant Disorder in DSMIV (APA, 1994) 
and ICD 10 (WHO. 1992.1996) cited in Carr. (2001)
DSM IV ICD 10
A. A pattern of negativistic, hostile and 
defiant behaviour lasting at least six 
months, during which four or more of 
the following are present:
1. Often loses temper
2. Often argues with adults
3. Often actively defies or refuses 
to comply with adults requests or rules
4. Often deliberately annoys 
people
5. Often blames others for his or 
her mistakes or misbehaviour
6. Is often touchy or easily 
annoyed by others
7. Is often angry or resentful
8. Is often spiteful or vindictive
B. The disturbance in behaviour causes 
clinically significant impairment in 
social, academic or occupational 
functioning,
C. The behaviours do not occur 
exclusively during the course of a 
psychotic or mood disorder
D. Criteria are not met for Conduct 
Disorder or Antisocial Personality 
Disorder.
The essential feature of this disorder is a 
pattern of persistently negativistic, hostile, 
defiant, provocative and disruptive behaviour 
which is clearly outside the normal range of 
behaviour for a child of the same age in the 
same sociocultural context and which does not 
include the more serious violations of the rights 
of others as associated with conduct disorder.
Children with this disorder tend frequently and 
actively to defy adult requests or rules and 
deliberately to annoy other people. Usually 
they tend to be angry, resentful, and easily 
annoyed bi other people whom they blame for 
their own mistakes and difficulties. They 
generally have a low frustration tolerance and 
readily lose their temper. Typically their 
defiance has a provocative quality, so that they 
initiate confrontations and generally exhibit 
excessive levels of rudeness, 
uncooperativeness and resistance to authority.
Frequently the behaviour is most evident in 
interactions with adults or peers whom the 
child knows well, and signs of the disorder 
may not be present during clinical interview.
The key distinction from other types of conduct 
disorder is the absence of behaviour that 
violates the law and the basic rights of others 
such as theft, cruelty, bullying, assault and 
destructiveness.
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Diagnostic criteria for Conduct Disorder in DSM IV (APA, 1994) 
and ICD 10 (WHO. 1992,1996) cited in Carr. (2001)
DSM IV ICD 10
A. A repetitive and persistent pattern o f  
behaviour in which the basic rights o f  others 
or major age-appropriate societal norms or 
rules are violated as manifested by the 
presence o f  3 or more o f  the following 
criteria in the past 12 months with at least 
one criterion present in the past 6 months:
Aaaression to DeoDle and animals
1. Often bullies, threatens or intimidates 
others
2. Often initiates physical fights
3. Has used a weapon that can cause serious 
physical harm to others
4. Has been physically cruel to people
5. Has been physically cruel to animals
6. Has stolen while confronting a victim
7. Has forced someone into sexual activity
Destruction of DroDertv
8. Has deliberately engaged on firesetting
9. Has deliberately destroyed others’ property
Deceitfulness or theft
10. Has broken into someone’s house, building 
or car
11. Often lies to obtain goods or favours or 
avoid obligations
12. Has stolen items without confronting the 
victim
Serious violation of rules
13. Often stays out late at night despite parental 
prohibitions (before 13 years o f  age)
14. Has run away from home overnight at least 
twice while living in parental home or once 
without returning for a lengthy period
15. Is often truant from school before the age 
13
B. The disturbance in behaviour causes 
clinically significant impairment in social, 
academic or occupational functioning
C. In those over 18 years, the criteria for 
antisocial personality disorder are not met. 
Specify childhood onset (prior to 10 years) 
or adolescent onset.
Specify severity (mild, moderate or severe)
Conduct disorders are characterized by a 
repetitive and persistent pattern of dissocial, 
aggressive or defiant conduct. Such behaviour, 
when at its most extreme for the individual 
should amount to major violations of age- 
appropriate social expectations, and is therefore 
more severe then ordinary childish mischief or 
adolescent rebelliousness.
Examples o f  the behaviours on which the diagnosis 
is based include the following: excessive levels o f  
fighting or bullying; cruelty to animals or other 
people; severe destructiveness to property; 
firesetting; stealing; repeated lying, truancy from 
school and running away from home; unusually 
frequent and severe temper tantrums; defiant 
proactive behaviour and persistent and severe 
disobedience. Any one o f  these categories i f  
marked, is sufficient for the diagnosis, but isolated 
dissocial acts are not.
Exclusion criteria include serious underlying 
conditions such as schizophrenia, hyperkinetic 
disorder or depression.
The diagnosis is not made unless the duration o f  the 
behaviour is 6 months or longer.
Specify:
Conduct disorder confined to family context where 
the symptoms are confined to the home.
Unsocialized Conduct Disorder where there is a 
pervasive abnormality in peer relationships
Socialized Conduct Disorder where the individual 
is well integrated into a peer group.
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Studies evaluated by Carr (2001)
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1) Bernal, M,. Klinnert, M. and Schultz, L. (1980) Outcome evaluation of behavioural 
parent training and client-centred parent counselling for children with conduct 
problems. Journal o f Applied Behavioural Analysis, 13, 677-691.
2) Kent, R. and O’Leary, K. (1976) A controlled evaluation of behaviour modification 
with conduct problem children. Journal o f Consulting and Clinical Psychology 44, 
586-596.
3) McNeil, C.B., Eyberg, S., Eisenstadt, T.H., Funderburk, B. and Newcomb, K. 
(1991), Parent-child interation therapy with behaviour problem children: 
Generalization of treatment effects to the school setting. Journal o f Clinical Child 
Psychology, 20,140-151.
4) Olson, R and Roberts, M. (1987). Alternative treatments for sibling aggression. 
Behaviour Therapy, 18,243-250
5) Patterson, G., Chamberlain, P., and Reid, J. (1982), A comparative evaluation of a 
parent-training program. Behaviour Therapy, 13, 638-650
6) Peed, S., Roberts, M., and Forehand, R. (1977), Evaluation of the effectiveness of a 
standardized parent training program in altering the interaction of mothers and their 
noncompliance children. Behaviour Modification, 1, 323-351
7) Wells, K and Egan, J. (1988), Social learning and systems family therapy for 
childhood oppositional disorder: Comparative treatment outcome. Comprehensive 
Psychiatry, 29,138-146.
8) Zangwill, W. (1983), An evaluation of a parent training program. Child and Family 
Behaviour Therapy, 5, 1-16.
Social Support and Behavioural Parent Training
1) Dadds, M., Schwartz, S. and Sanders, M. (1987) Marital discord and treatment 
outcome in behavioural treatment of child conduct disorders. Journal o f  Consulting 
and Clinical Psychology, 55, 396-403.
2) Dadds, M., and McHugh, T. (1992), Social support and treatment outcome in 
behavioural family therapy for child conduct problems. Journal o f Consulting Clinical 
Psychology, 60,252-259.
3) Firestone, P., Kelly, M., and Fike, S. (1980). Are fathers necessary in parent 
training groups? Journal o f Clinical Child Psychology, 9 ,44-47.
4) Martin, B. (1977), Brief family intervention: Effectiveness and the importance of 
including the father. Journal o f Consulting and Clinical Psychology, 45, 1002-1010.
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Child-focused problem-solving skills training and behavioural parent training.
1) Kazdin, A., Esveldt-Dawson, K., French, N.H. and Unis, A.S. (1987), Effects of 
parent management training and problem-solving skills training combined in the 
treatment of antisocial child behaviour. Journal o f the American Academy o f Child 
and Adolescent Psychiatry, 26,416-424.
2) Kazdin, A., Siegal, T.C., and Bass, D. (1992), Cognitive problem solving skills 
training and parent management training in the treatment of antisocial behaviour in 
children. Journal o f Consulting and Clinical Psychology, 60,733-747.
3) Webster-Stratton, C and Hammond, M.(1997), Treating children with early-onset 
conduct problems: A comparison of child and parent training interventions. Journal o f  
Consulting and Clinical Psychology, 65, 93-109.
Video-modelling-based behavioural parent training programme.
1) Spaccarelli, S., Cotier, S. and Penman, D. (1992), Problem-solving skills training 
as a supplement to behavioural parent training. Cognitive Therapy and Research, 16, 
1-18.
2) Webster Stratton, C. (1984), Randomized trial of two parent training programs for 
families with conduct-disordered children. Journal o f Consulting and Clinical 
Psychology, 52, 666-678.
3) Webster-Stratton, C. (1990), Enhancing the effectiveness of self-administered 
videotape parent training for families with conduct-problem children. Journal o f  
Abnormal Child Psychology, 18,479-492.
4) Webster-Stratton, C (1992) Individually administered videotape parent training: 
‘Who Benefits?’ Cognitive Therapy and Research, 16, 31-35.
5) Webster-Stratton, C., Kolpacoff, M. and Hollinsworth, T (1988), Self-administered 
videotape therapy for families with conduct-problem children: Comparison with two 
cost-effective treatments and a control group. Journal o f Consulting and Clinical 
Psychology, 56, 558-566.
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“Race and ethnicity are relatively unimportant variables in both the incidence 
and treatment of mental health difficulties in older people.”
Critically discuss this statement.
This essay will first define the terms being used. It will then be divided into two 
sections. The first will discuss how culture can be important when considering 
incidence of mental health difficulties in older people. The second section will explore 
the effects that race and ethnicity might have when thinking about the treatment of 
older people’s mental health difficulties. Dementia and depression are both 
highlighted in the Older Peoples National Service Framework (NSF) (Department of 
Health, 2001) as being mental health issues particularly pertinent to older people. This 
essay shall therefore concentrate upon these two particular mental health difficulties, 
despite there being many others experienced by older people for instance, psychosis, 
anxiety.
Definition of old age, race and ethnicity
The term ‘older people’ is itself culturally variable and may be based on chronological 
age, social performance or work capacity. In many non-Westem societies, people are 
considered at least middle aged if they continue to carry out required responsibilities. 
Definitions of old age therefore tend to be functional rather than chronological (Dein 
and Huline-Dickens, 1997). However for this essay one can assume that an ‘older 
person’ is somebody over the age of 65 years (Department of Health, 2001).
Definitions of the terms race and ethnicity are varied; distinctions between the two 
concepts can also be ambiguous, as indicated by the fact that the terms are often used 
interchangeably. Historical definitions of race have tended to focus on physical or 
biological characteristics (Harris, 1998). However, the distinctiveness of racial groups 
has long ceased to exist and to use the term implies a precision that is misleading and 
no longer accurate. For these reasons, the Centers for Disease Control (1993 cited in 
Flaskerud, 2000) recommend the use of the term “ethnic group” or “ethnicity”.
Harris (1998) suggests that ethnic identity refers to an individual’s sense of belonging 
to a particular ethnic group. Although the term ethnicity has included references to
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physical characteristics, for the most part it refers to the historical cultural patterns and 
collective identities shared by groups from geographical regions of the world 
(Cardemil and Battle, 2003). The term ‘culture5 refers to the categories, plans and 
rules that people use to interpret their world and act purposefully within it. These rules 
are learned in childhood while growing up in society (Dein, 1997). The bidirectional 
process in which an ethnic person is assimilated by a majority culture but also retains 
their ethnic culture and identity is known as ‘acculturation5 (Sanchez & Atkinson, 
1983 cited in Harris, 1998).
Incidence / Prevalence
The National Service Framework for Older People (Department of Health, 2001 p.23) 
states that ‘The NHS will respond to different needs o f different populations. Different 
communities may have different needs; this should be recognised when delivering 
services to older people from any community. This is particularly important as there 
are now more older people from minority ethnic communities who have become 
established in the UK over the last 50 years [Standard 2]5
The 1991 census of the population of Great Britain revealed that the population aged 
65 years and over consisted of 9.2 million white older people and 97,430 ‘minority 
ethnic elders5 (Council Report CR103, 2001). According to Age Concern (2003), the 
number of older people from ethnic communities5 are also increasing significantly and 
they predict that by 2030, the minority elder population in the UK will have increased 
tenfold, from 175,000 to over 1.7 million.
Prevalence of mental health difficulties indicates the proportion of the population with 
mental health difficulties at a particular point in time, whereas incidence of mental 
health difficulties signifies the number of new cases developing over a given period of 
time in a population (Silman, 1995). Such information is important because the 
findings may have implications for service planning. According to the World Health 
Organisation, the prevalence of depression tends to increase with age hence 
depression is considered to be the most common mental health problem among older 
adults (Mills and Edwards, 2002). In 1996 Rait, Bums and Chew reported that up to 
15% of elderly people in the UK were known to suffer from depressive symptoms and
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Hofman, Rocca, Brayne, Breteler, Clark and Cooper (1991) estimated that in the UK, 
the prevalence rates of dementia in people aged 65-69 ranged from 1.1 - 2.2% and for 
those aged 95-99,31.6 - 36%.
Dein and Huline-Dickens (1997) report a variety of studies that have looked at 
differences of prevalence/incidence rates of mental health difficulties between ethnic 
groups. For example prevalence rates of depression and dementia in Japan were found 
to be lower than in the West. Such information may therefore indicate that the 
Japanese culture in some way protects its members from these conditions.
Prevalence or incidence of mental health difficulties in a population are based upon 
symptoms and assessments and are measured through screening, referral and 
diagnosis (Mills and Edwards, 2002). However, there are inherent problems with these 
means of measurement when using them to establish incidence of mental health 
difficulties with older ethnic people. For example, intervening variables such as 
socioeconomic status, education, gender, age, therapist ethnicity, and primary 
language of the patient and of the therapist can all confound diagnosis and ethnic 
comparisons. Because of the many methodological problems involved in this kind of 
research, prevalence/incidence data may not be accurate enough to support a 
relationship between ethnicity and psychiatric diagnosis (Flaskerud, 2000).
Rait et al (1996), state that there is an under-representation of older ethnic minority 
groups at psychiatric outpatient clinics. This may be due to 1) a low prevalence of 
illness, 2) lack of presentation, 3) lack of detection, 4) lack of referral, or any 
combination of these. These reasons for under-representation at services shall now be 
looked at in turn;
1) Low prevalence of illness
As noted earlier some studies have shown that some people from ethnic minority 
groups have a lower prevalence of dementia and depression than others (Dein and 
Huline-Dickens, 1997). Sakauye & Chacko (1994 cited in Harris, 1998) refer to the 
stereotype of Asians as being well-adjusted with cohesive families and having lower 
than average incidence of mental disorders. However, they go on to state that this is a
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misperception as many may have limited social and economic resources, suffer from 
culture shock, intergenerational differences, and language barriers. Indeed, Minas 
Lambert, Kostov and Boranga, (1996, cited in Hassett and George, 2002) suggest that 
in epidemiological studies, utilization rates of psychiatric services do not necessarily 
reflect the prevalence of psychiatric morbidity in the community. Leff (1999 cited in 
Council Report CR103, 2001) also highlights the important problem of ‘unrecorded 
people’ and suggests this situation is amplified for ethnic elders.
2) Lack of referral and presentation
Odell, Surtees, Wainwright, Commander, and Sashidharan, (1997 cited in Marwaha 
and Livingstone, 2001) suggest that there is actually a high attendance of ethnic elders 
in primary care, but that these people are referred less to secondary mental health 
services and have poorer uptake of these services. Indeed, negotiating and gaining 
access to mental health services is difficult for many older adults, but for people from 
ethnic/racial minorities, barriers to mental health services become even more complex 
(Abramson Trejo and Lai, 2002). There are a variety of explanations in the literature 
why this may be the case.
Ethnicity and race plays a significant role in determining how people know they are 
ill, define illness, behave, adhere to treatment regimens and make health care 
decisions (Evans and Cunningham, 1996). In order that someone comes to services in 
the first place they have to first recognise the symptoms. People from different 
cultures may view symptoms seen by western doctors as depression, differently. For 
example, some Black African-Caribbean older people may believe that depressive 
symptoms are spiritual in nature. Having identified the symptoms one then makes a 
decision about whether to seek help and if so what help to seek. If, for example a 
person believes depressive symptoms are spiritual in nature, this may bring about 
resistance in seeking help from specialist services not only because they are not seen 
as relevant but also because they could reinforce guilt for not having taken a more 
spiritual route (Kleinman, 1987 cited in Marwaha and Livingstone 2002).
In their qualitative study looking at why ethnic elders avoid psychiatrists, Marwaha 
and Livingstone (2002) found that Black African-Caribbean elders thought that
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nothing could help someone with depressive symptoms. Similarly, in a qualitative 
study of older Somali men by Silveira and Allebeck (2001), participants described 
how they felt they should ‘resist’ depression and accept God’s destiny. Disclosure was 
a sign of lack of faith in God or was seen as ‘moral weakness’. This exemplifies how 
identification and beliefs about symptoms may prevent presentation at services and 
moreover diagnosis and treatment hence exclusion from mental health incidence 
statistics.
There may also be cultural differences regarding dementia and its symptoms. 
Dementia is often seen as a part of the normal process of aging in non-Westem 
cultures. There is an expected decline in cognitive functioning in old age, which is 
seen as natural, and not requiring medical intervention. It is not medicalised until 
problems become very extreme (such as violence) and it comes to the attention of 
doctors (Dein, 1997). This may mean that, prior to extreme symptomology, the 
families of ethnic elders will be reluctant to seek out or utilise services. As a 
consequence, misleading low incidence rates of dementia in ethnic minority 
populations will be recorded.
If someone from an ethnic minority does recognise there is something wrong and 
wants to seek help they may face yet more barriers. Hassett and George (2002) talk of 
the complexities of providing mental health care for elderly people who do not speak 
English and who, not only feel marginalized from mainstream society, but perhaps 
also feel rejected from their own cultural group because of their illness. Shah, 
Lindesay and Jaggar (1998 cited in Marwaha and Livingstone, 2002) suggest that such 
people may be reluctant to attend mental health services because of the stigma of 
mental illness. They go on to say that an additional barrier to seeking help is perceived 
language problems. Gilman et al (1992 cited in Espino and Lewis, 1998) reported that 
among the older Asian populations, language differences were among the most 
common reasons for avoidance of health care services.
Low service utilization might also result from a lack of awareness on the part of the 
older adult of the existence of services (Moon, Lubben and Villa, 1998 cited in 
Abramson, et al, 2002). Lindesay, Jagger, Hibbet, Peet, and Moledina, (1997 cited in
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Marwaha and Livingstone, 2002) found that ethnic elders’ knowledge and 
understanding regarding availability of services was poor and Evans and Cunningham,
(1996) state that people from ethnic minorities may simply feel overwhelmed by the 
healthcare system and may not understand what is expected of them. In addition to 
this a perception of racial discrimination within the health care system has also been 
suggested as a reason for ethnic elders’ under-utilisation of mental health services 
(Marwaha and Livingstone, 2002). There may also be practical barriers such as cost, 
and lack of transportation to perhaps otherwise inaccessible hospitals / clinics (Evans 
and Cunningham, 1996)
Whereas a number of difficulties such as health care, poverty, inadequate housing, and 
substance abuse are common to all elderly people (Baruth & Manning, 1991 cited in 
Harris, 1998) these may be exacerbated by ethnicity and race (Kart, 1985 cited in 
Harris, 1998). Ethnic elders encounter a case of double jeopardy as they experience 
problems and discrimination from being both aged and a minority, and those who are 
also poor experience triple jeopardy (Harris, 1998). In fact, Blazer, et al (1998 cited 
in Mills and Edwards, 2002) found there were small overall differences in depression 
symptom frequency between African-Americans and non-African American older 
adults living in the community when controlling for socio-economic status.
3) Lack of detection
An entire process exists that may result in misdiagnosis when client and therapist do 
not share cultural meanings. Perception of the problem by the client (stresses, 
sociocultural environment), experience of the problem (manifestation of symptoms), 
and presentation of the disorder (how it’s communicated or complained about) can 
affect diagnosis (Flaskerud, 2000).
In the 1980s there was empirical research revealed a higher rate of misdiagnosis 
among African-Americans compared with whites. There has been much debate about 
the causes of this, for example, clinician prejudice or the misinterpretation of 
symptoms. Another suggestion is that traditional mental health services have 
demonstrated cultural insensitivity regarding ethnic differences in the ways that
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patients recognise, define and express symptoms of emotional distress (Neighbors 
1997 cited in Mills and Edwards, 2002).
Depression has been recognised in western medicine for a long time but its cross- 
cultural validity is not clear. For example, Silveira and Allebeck (2001) found the 
validity of their study compromised because there was a lack of a single word in 
Somali that translates literally as ‘depression’. According to a National Mental Health 
Association Survey (1996 cited in Mills and Edwards, 2002) fewer African- 
Americans are aware of the ‘active symptoms associated with depression, such as 
agitation, anxiety, reduction in sleep and eating, however, somatization is common in 
non-Westem cultures (Kleinman & Good, 1985 cited in Dein and Huline-Dickens,
1997). Dein (1997) describes how, for people from the Far East, depressive illness 
often presents primarily as physical symptoms (somatisation), with complaints about 
pain and lethargy rather than low mood. Failure to recognise the underlying 
depression may not only reduce the amount of reported incidence of depression but 
may cause the person to be subjected to unnecessary physical investigations.
In general, the evidence that is available seems to suggest that prevalence of dementia 
in diverse populations is wide ranging both between and within individual population 
groups (Yeo, 2001). Difficulty in diagnosing dementia in minority elderly populations 
is often compounded by the client’s lack of formal education (Espino and Lewis,
1998), For example Shadlen and Larson (1999 cited in Yeo, 2001) found that non- 
Hispanic white people had dramatically lower rates of dementia than African 
Americans and Hispanics. However, education was a major confounding variable. 
Genetic influences on Alzheimers disease in different ethnicities have been reported 
difficult to research due to biological diversity among categories used for labelling 
ethnic populations (Yeo, 2001).
One of the most fundamental methodological issues to be addressed regarding 
diagnosing is screening. Hays (1996) suggests that the use of standardized screening 
tests with older ethnic minority clients requires sensitivity and caution for at least 
three reasons. The first is that older people often experience standardised tests as 
intimidating, confusing or irrelevant. The questions asked may also assume a
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particular education and cultural upbringing. Secondly, older people referred for 
mental health difficulties may become tired and have difficulty concentrating. A long 
test may easily overwhelm someone who is already anxious about the prospect of 
being labelled as mentally ill. Thirdly, many tests do not include age-appropriate 
norms for ethnic elders. It has been recognized that existing instruments used to screen 
for depression and dementia were developed for use in the Western white population. 
They therefore may be of limited use for ethnic minority groups who use different 
languages and communicate distress in different ways (Rait et al., 1996).
Dein and Huline-Dickens (1997) point out that not only may education affect 
cognitive test scores, but there may also be specific cultural factors involved in the 
performance of cognitive tasks. For example, the Mini-Mental State Examination 
(MMSE; Folstein, Folstein, and McHughs, 1975 cited in Stewart, Johnson, Richards, 
Brayne, Mann, et al. 2002) is a widely used instrument used to screen for dementia 
both in clinical and research settings. Its use is also recommended for determining 
eligibility for dementia pharmacotherapy in the UK (National Institute for Clinical 
Excellence, 2001 cited in Stewart et al, 2002). Stewart, et al (2002) however, found 
different distributions of MMSE scores when they compared scores of a community 
UK African-Caribbean population with UK Caucasian norms. The median value for 
the distribution of MMSE scores was three points higher for the predominantly UK- 
born population than the community African-Caribbean sample of a similar age. 
However, differences in the median values were explained by cultural bias in certain 
items (questions) on the screening measure. Without valid instruments the necessary 
assessments in ethnic minority communities cannot be reliably performed and without 
such assessments the incidence of mental health problems, such as dementia, will 
remain inaccurate.
To conclude this first section then, ascertaining the prevalence/incidence of mental 
health difficulties in older people from ethnic minority backgrounds is problematic 
because of difficulties encountered in case identification. These include cultural 
differences in the expression of psychological distress, different attitudes among 
ethnic communities with mental illness regarding reluctance to disclose difficulties
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and cultural biases in the administration of research instruments (Hassett and George, 
2002).
TREATMENT
There has been an increased necessity to provide empirical support for treatments’ 
effectiveness. Among physically healthy older adults, depression is deemed one of the 
most treatable psychiatric disorders (Blazer, 1989 cited in Arean and Miranda, 1996). 
Although therapeutic techniques such as cognitive therapy and time-limited dynamic 
psychotherapy have been shown to be effective in dealing with depression, ethnic 
minority groups are often not addressed in such studies (Wong, Kim, Zane, Kim and 
Huang 2003). However, one study carried out by Arean and Miranda, (1996) did use 
an ethnically diverse old age population (40% Hispanic, 20% Black 27% White and 
5% Asian -  the rest were not ethnically identified). They found that CBT treatment of 
major depression was overall effective in reducing depressive symptoms as indicated 
on the Beck Depression Inventory (Beck, Ward, Mendalson, Mock and Erbaugh, 1961 
cited in Arean and Miranda, 1996).
Another important aspect of therapy that might affect service utilisation is whether or 
not it is deemed credible. Wong et al (2003) thought that psychotherapy may not be 
perceived as credible by Asian Americans because they conflict with cultural 
expectations. They therefore researched the perceived credibility of cognitive therapy 
and time-limited dynamic psychotherapy among 136 Asian American college 
students. Their results indicated that cultural identity and self-construal moderated 
credibility ratings for both therapeutic interventions and concluded that, rather than 
focussing on gross ethnic group variations, one should examine specific psychological 
processes associated with ethnicity.
The National Institute of Mental Health (1989) offer a range of suggestions for a 
culturally competent approach to treatment (cited in Abramson, et al 2002). They 
recommend that practitioners do the following six things;
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1) Understand themselves in relation to race, ethnicity and power.
Special account needs to be taken regarding the disempowerment of older people and 
there is an even stronger argument for this regarding older people from ethnic/racial 
minority groups who may distrust mental health services. Espino and Lewis (1998) 
state that respect is a primary factor in establishing an effective therapeutic alliance, as 
this is often important when working with ethnic elders. Wilson (1993 cited in Bowes 
and Dar, 2000) suggests that older people may also be unaccustomed to being asked 
for their views and be reticent in expressing them.
Abramson et al (2002) believe that both clients and the clinicians treating them are 
affected by ethnicity and race. This is supported by Cardemil and Battle (2003) who 
say there is a lot of literature confirming the idea that all humans go though a process 
of developing a sense of racial identity. Individuals at different stages of identity 
development assign differing degrees of importance to the concept of race/ethnicity 
(Sue and Sue, 1990 cited in Cardemil and Battle, 2003). Racial identity is an 
important aspect of the therapeutic process because clients from ethnic minorities at 
various developmental stages may have different attitudes about working with a 
psychotherapist from another ethnic/racial background. Moreover, a therapist’s own 
process of identity development may also affect how they approach such issues with 
clients (Helms and Cook, 1999 cited in Cardemil and Battle, 2003). Therefore, when 
working with ethnic elder clients, the therapist should not only examine the client’s 
cultural background, but also be aware how their own background, including culture, 
class, and language orientation, will impact upon the therapeutic relationship (De La 
Cancela and Sotomayor, 1993 cited in Harris, 1998). However, Evans and 
Cunningham, (1996) warn that at times of stress and illness, early-learned ideas and 
beliefs tend to resurface. In particular, first-generation ethnic elders who made a major 
lifestyle change moving from their homeland may be more inclined to adhere to 
traditional folk practices.
2) Understand cultural differences within the ethnic minority populations being served 
Diversity found within each cultural group is sometimes thought to be greater than 
that found between cultural groups (Abramson et al, 2002). Making assumptions 
about a client from a particular racial or ethnic group, or assumptions that a client has
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had certain past experiences, may lead to misunderstandings that could upset the 
therapeutic process. Therefore, asking clients about this early in therapy can help 
therapists avoid making false assumptions or using terminology that may be 
inaccurate and/or offensive to clients (Cardemil and Battle, 2003).
It would be a mistake to consider older people from ethnic minorities as an 
homogeneous group with identical needs. Like other older populations they are 
differentiated, for example by culture and class, and these patterns of differentiation 
are also likely to be affected by the historical patterns of migration (Bowes and Dar, 
2000). The meaning of the move, the welcome or lack of it when arriving and the 
stage and age of life in which people move make for different experiences. No 
immigrant group therefore, is homogenous (Marwaha and Livingstone, 2002).
3) Understand the impact of historical factors on service delivery to ethnic minority 
populations
It is important to understand how socio-historical factors and individual biography 
influence ethnic minority elders’ mental health and psychological distress (Mills and 
Edwards, 2002). Many older people from ethnic minorities may have experienced 
psychological distress as a result of their migration journey, which may have been 
lengthy and traumatic. They may also have left remaining family in their country of 
origin (Hassett and George, 2002). In the assessment session this background 
information guides the therapist to make hypotheses and ask questions that are more 
age-sensitive, culturally relevant, and culturally responsive. One should be aware 
however, that the contributions of social disadvantages for example lack of family, 
racial and religious discrimination, language difficulties, may be more significant for 
some ethnic groups than others (Silveira and Allebeck, 2001).
The knowledge of a client’s identity and cultural context can help the therapist to 
understand more fully about the client. However, older clients may find this difficult 
having lived most of their lives during times when it was perhaps impolite, offensive, 
and even dangerous to talk about one’s identification with an ethnic religious, 
national, or sexual minority group. It is also an unfortunate reality that prejudice, 
discrimination and racism continue to exist and many people of racial/ethnic minority
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groups will have had some personal experience of this in their own lives or lives of 
friends and family. Cardemil and Battle (2003) therefore recommend that therapists 
try to understand how experiences, for example repeated racism, can create very 
different experiences and a different outlook on life for ethnic/racial minority clients.
4) Understand that diverse languages and cultures present a unique set of challenges 
for treatment
Communication difficulties are a fairly common occurrence among older clients as a 
result of declining auditory or visual acuity, stroke-related impairments, deficits due to 
dementia or a combination of these (Storandt, 1994 cited in Hays, 1996). Cultural 
differences might also compound communication difficulties and affect treatment 
especially if psychotherapeutic. Sue (1990 cited in Cardemil and Battle, 2003) notes 
that nonverbal communication for instance, kinesics (facial expressions, posture, 
movement, gesture, eye contact), paralanguage (vocal cues such as loudness of voice, 
eye contact and gestures), proxemics (perception of personal and interpersonal space) 
can all lead to miscommunication. Cardemil and Battle (2003) give the example of 
Japanese or Mexican Americans who may actively avoid direct eye contact as a sign 
of respect, however a Caucasian therapist may interpret this behavior as a sign of 
shyness or guardedness, depressed mood or lack of assertiveness.
Services should be sensitive to possible language barriers, both during assessment (as 
mentioned earlier) and treatment. One way to lessen communication difficulties might 
be to have the assistance of a bilingual interpreter. A professional rather than family 
member is preferable though because a relative may omit or misrepresent information 
if it is considered shameful or disrespectful to the individual (Chung, 1996, cited in 
Harris, 1998). Other problems may develop because of family dynamics and role 
limitations such as a child interpreting for a parent or a male interpreting for a female 
(Evans and Cunningham, 1996). A survey by Rudat (1994 cited in Cawthra, 1999) 
revealed that approximately three quarters of ethnic elders used family members or 
friends to translate although it is widely accepted not to be appropriate.
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5) Have a working understanding of indigenous healing practices, the role of religion, 
and cultural beliefs of health.
People from all ethnic/racial groups attempt to answer the question about why 
somebody becomes ill. In the West, emphasis is placed upon psychological factors, 
life events and the effects of stress, but other ethnic groups might explain mental 
health difficulties in terms of wider social and religious factors. These factors need to 
be considered if treatment is to be accepted (Dein, 1997). It is therefore important to 
explore the client’s beliefs regarding the cause of illness and treatment expectations 
prior to beginning treatment (Ferskerud, 2000).
For example, Lee, (1996 cited in Harris, 1998) suggests that many traditional ‘Asians’ 
may understand mental illness through concepts like balance of Yin and Yang, 
disturbances of Chi energy, or supernatural intervention. Therapists who are unaware 
of these perspectives on mental health are likely to have trouble effectively engaging 
these clients (Cardemil and Battle, 2003). Spirituality can also play a pivotal role in 
the healing process for many people so Evans and Cunningham (1996) recommend 
that clients’ use of religious rituals and practices should be respected and encouraged.
Although Western psychotherapy tends to be individualistic, many cultures have more 
collective perspectives and failing to consider how this might affect therapy may lead 
to alienation of some clients (Helms and Cook, 1999 cited in Cardemil and Battle, 
2003). This is supported by Abramson et al. (2002) who suggest that, for example, a 
client’s culture may require a therapist to attend to family involvement. Failure to do 
this may lead the client to infer that the therapist is neither concerned nor committed 
to the therapeutic process.
6) Recognize the importance of family as a primary source of support and point of 
treatment
Silveira and Allebeck’s (2001) study of older Somali men found that having family 
had a positive influence on coping with ageing in a ‘foreign country’. In many 
cultures, the family unit is seen as more important than the individual. However, 
Bowes and Dar (2000) suggest that although it is important to understand the 
ideological significance of the family it is also important to understand the strain that
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may underlie this emphasis on its significance. The increasing dependency of elders is 
sometimes the accepted norm and Espino and Lewis (1998) refer to the importance of 
family structure and dynamics, when working with ethnic elders with dementia, 
whose primary care is often provided by their family. However, it should be noted that 
the expectation of social support and family responsibility to provide care to elder 
relatives varies between cultures and even within family units and differences may 
exist between the family’s ability to support the elderly client and the client’s 
expectations (Evans and Cunningham, 1996). Indeed, Dein and Huline-Dickens,
(1997) suggest that the assumptions held by Western society that extended families 
and local communities support the elderly from ethnic minorities, might be false and 
indeed discriminatory.
Because ethnicity does appear to be an important factor when considering assessment, 
diagnosis and treatment of older people with mental health difficulties, one may 
believe that specialist services should be provided for older people from ethnic 
minorities. Several centres have been established in Britain to provide psychotherapy 
to ethnic minority groups, for example Nafsiyat Inter-Cultural Therapy Centre (Dein, 
1997). However, Vertovec (1996 cited in Bowes and Dar 2000) has argued that 
support for ethnic minority voluntary organisations, although (probably) well- 
intentioned, may promote exclusion thereby maintaining cultural racism. 
Concentrating efforts on development of specialist services may mean that the reform 
of generic services fails to be addressed so they are not exclusionary or 
discriminatory. The Royal Commission Report on Long Term Care (1999) also states 
that research has shown that ethnic elders’ demands are not for different or specialist 
services but for responsive and cultural mainstream services.
Whatever interventions are used, therapists should try to understand the relationship 
between aging, mental health, culture, and ethnicity and how that relationship might 
influence the therapeutic process (Harris, 1998).
However, there is an argument that might support the idea that race and ethnicity are 
relatively unimportant variables in both the incidence and treatment of mental health 
difficulties in older people. The fact that people are so heterogeneous within a ‘race’
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or ‘ethnicity5 means that these terms could well be considered unimportant. In fact 
Atkinson, Poston, Furlong and Mercado (1989 cited in Wong et al, 2003) propose 
that, in relation to treatment, therapist-client matches on attitude and personality are 
more important than on ethnic membership. Hays (1996) describes how it is 
important to consider everything that contributes to ‘culture5, not just ethnicity. She 
sees the following facets as contributing to a client's ‘culture5: Age and generational 
influences, Disability, Religion, Ethnicity, Social Status (by income, education, 
occupation, rural or urban origin), Sexual orientation, Indigenous heritage, National 
origin and Gender, creating the acronym ‘ADRESSING5. This recognises the 
diversity that occurs within minority groups. She goes on to say that the recognition of 
these within group differences discourages inaccurate generalisations about a client’s 
culture and decreases the assumption of a monocultural identity based solely on a 
client’s appearance. Indeed, Yeo (2001), supports this idea when referring to genetic 
influences on Alzheimer’s disease in different ethnicities, saying there is also 
biological diversities in all of the categories we use for labelling ‘ethnic populations’.
However, sensitivity to issues of ethnicity and race are becoming increasingly 
emphasized by psychology and have been described as an ethical imperative (May, 
2000 cited in Cardemil and Battle, 2003) but this should not be to the exclusion of 
other important ‘cultural’ variables.
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ADULT MENTAL HEALTH PLACEMENT
PLACEMENT DETAILS
Dates: October 2001 to March 2002
Supervisor(s): Leo Estall, (Clinical Psychologist).
Dr Zena Dowling (Clinical Psychologist)
NHS Trust: South West London and St. Georges NHS Trust.
Summary of Clinical Experience
This placement provided experience of working within a multi-disciplinary 
community mental health team (CMHT), as well as working in an outpatient clinic. 
During the placement the trainee worked with a range of clients with mental health 
problems. The trainee developed assessment, formulation and intervention skills using 
a cognitive behavioural framework. Assessment and intervention was carried out with 
a range of presenting problems, including trichotillomania, panic attacks, generalized 
anxiety disorder, depression, travel (bus) phobia and bereavement.
The trainee attended several groups including a Women’s group for women with 
longterm mental health needs and an assertiveness group. The trainee and a nurse also 
ran a cognitive behaviour therapy group for clients with longterm mental health 
difficulties (anxiety and depression). The trainee attended discussions, role-plays and 
observations of systemic work carried out by the Family Therapy Team.
Base(s): Acre Road Clinic, Kingston and
New Malden Community Mental Health Team
105
Adult Mental Health Placement Summary
Meetings, Seminars, Visits and Training
The trainee attended weekly mental health and Primary Care meetings. Roles of other 
members of the multidisciplinary team were discussed. A number of meetings were 
attended that related to the adult mental health service, including an inpatient ward 
round and Early Intervention for Psychosis meetings. Training events included Friday 
seminars with guest speakers e.g. trauma services, a training day on Interpersonal 
Psychotherapy, and a Neuropsychological Assessment training day. The trainee also 
attended an Adult Mental Health Specialist Interest Group meeting whose focus was 
working with people with Personality Disorder with particular reference to The 
Henderson Project.
The trainee gave a case presentation to the Psychology Department.
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SUMMARY OF ADULT MENTAL HEALTH CASE REPORT
Cognitive behaviour therapy with a 64 year old lady presenting with
T riehotillomania
PRESENTING PROBLEM
Rosie was a 64-year-old retired English lady who, having been assessed by a 
psychiatrist, was diagnosed with ‘trichotillomania’ having experienced episodes of 
hair pulling. Rosie was described as a lady that, having pulled her hair, initially felt 
very calm, but soon became distressed having done so. A clinical psychologist carried 
out an initial assessment, as was standard procedure of the department. Rosie was then 
placed on the waiting list until the author saw her ten months later.
ASSESSMENT
The aim of the assessment was to have an agreed formulation of the target problems 
with Rosie and to have sufficiently detailed information about factors maintaining the 
problem to be able to design and present a treatment plan (Kirk, 1992). Rosie wore a 
wig to the first session but soon took it off to show her hair. Her scalp was thinly 
dispersed with hair on top. Rosie was anxious that she would be made to pull her hair 
out (as part of a behavioural experiment). She was reassured that there would be no 
surprises and that work would take place collaboratively towards her goal. During the 
first session Rosie appeared to have much to say about the chronicity of her 
trichotillomania. Having established that Rosie wanted to understand why she pulls 
her hair, drawing a time line was a useful way to make the information coherent 
(Kirk, 1992). It also served to promote collaborative working and rapport building. 
The timeline was drawn to show Rosie’s life events, and alongside this, events that 
took place regarding her hair pulling. Rosie’s goal for therapy was to find out why she 
pulls her hair out. In this respect, the therapeutic intervention was not treatment per se 
because Rosie was not currently pulling her hair. Assessment tools for 
trichotillomania are available, these include clinical interviews, rating scales, self- 
report measures, collateral reporting, self-monitoring, and subjective/objective hair 
loss, (Diefenbach et al, 2000). Such assessment tools were not used with Rosie 
because she wasn’t currently experiencing any symptoms. However, the Hospital
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Anxiety and Depression (HAD) Scale was completed as a matter of routine practice. 
Rosie’s anxiety score was 10 (mildly anxious) and depression score was 6 (non- 
clinically significant score), (Zigmons and Snaith, 1983).
INITIAL FORMULATION
Rosie had several explanations for her hair pulling behaviour, and these included:
- Likening it to the shingles virus that returns during times of stress.
- Links between her hair pulling and her levels of emotional security.
- Her husband’s idea that she does it if there is something beyond her control.
Predisposing Factors
Rosie experienced a number of disrupted attachments and losses from an early age. 
During Rosie’s early years she was discouraged from emotional expression. This lack 
of opportunity for emotional expression may have led instead to a behavioural 
alternative i.e. pulling her hair out.
Precipitating Factors
At the age of 11 Rosie contracted chicken pox. She recalled that whilst pulling at the 
scabs on her scalp, her hair also came out. Also, when sharing a room with her aunts, 
Rosie scratched her pillow, rolling the feathers between her fingers. She was 
reprimanded because it was noisy, so instead, Rosie pulled her hair and rolled it 
between her fingers.
Maintaining Factors
It appears that Rosie’s hair pulling was negatively reinforced by the sense of release 
experienced immediately afterwards.
INTERVENTION
Rosie’s primary goal was to understand her behaviour. The application of behavioural 
and cognitive ideas were used to inform an understanding of Rosie’s trichotillomania. 
Rosie was introduced to the idea that the behaviour she exhibited had a clear process 
of antecedent, behaviour and consequence (Wells, 1999) and that the behaviour was 
reinforced. This helped to inform Rosie about why she engages in the behaviour, and
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to develop a sense of control over it. Relapse prevention was also be addressed, 
enabling Rosie to have control so if she pulled out one hair it would not seem 
inevitable that she would pull out more. It appeared that much of Rosie’s presentation 
centred on her embarrassment, shame and self-reprisal at having pulled her hair out. 
She had had no relationships that had not reinforced the idea that pulling her hair was 
bad. Consequently it felt important to take the approach of providing Rosie with a new 
experience regarding her hair pulling. Therefore a non-judgemental stance was used 
throughout therapy in the hope she might also apply this to herself.
Rosie acknowledged that pulling her hair out was a form of self injury / punishment. 
Part of the role of reformulation was to introduce new links to why Rosie pulls her 
hair and also to examine the role of cognitive constructs. Unhelpful cognitions and 
assumptions, e.g. Tf I do something wrong then I must be punished’ were challenged 
in order to break the hair pulling cycle.
OUTCOME AND FOLLOW-UP
Rosie appeared to have a greater understanding regarding why she pulls her hair. She 
was able to make use of the vicious cycle diagram and apply it to her own life as 
incidents of hair pulling occurred. She understood the guilt she felt triggered her to 
punish herself by pulling out her hair. In order to break the vicious cycle she would try 
to determine what had made her feel guilty initially (antecedent) and challenge these 
thoughts. She tried this and was successful. Rosie’s symptoms of anxiety and 
depression, measured by the HAD (Zigmond and Snaith, 1983) indicated a reduction 
in her symptoms. Her anxiety reduced from 10 (mildly anxious) to 7 (not clinically 
significant), and her depression score from 6 to 1 (both scores of which were not 
clinically significant). Rosie agreed to a follow up appointment in 3-4 months time, 
that offers an opportunity to review her progress, monitor relapse prevention 
techniques and consider strengthening more appropriate alternatives to hair pulling 
e.g. challenging cognitions of shame.
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PEOPLE WITH LEARNING DISABILITIES PLACEMENT
PLACEMENT DETAILS
Dates: April 2002 to September 2002
Supervisor(s): Enrique Valles, (Clinical Psychologist).
NHS Trust: West Kent NHS and Social Care Trust.
Base(s): Baltic Road, Tonbridge.
Summary of Clinical Experience
This placement provided experience of working within a multi-disciplinary 
community team for people with learning disabilities (CTPLD). During the placement 
the trainee worked with a range of clients of different ages (children and adults) and 
abilities (different levels of need). Work took place in a variety of settings including 
day centers, residential homes, family homes, outpatient clinics and schools. The 
trainee gained knowledge in a variety of assessment methods including using the 
Family Relations Test, Parenting Stress Index, WAIS-III, BPVS, WMS, WISC III, 
ABC Charts and interviewing both clients and carers. Assessment, formulation and 
intervention skills were developed using behavioural and psychodynamic frameworks. 
The trainee worked with care staff, families and individually with clients. The trainee 
gained experience of working individually with clients who presented with a range of 
difficulties including challenging behaviour, abuse, removal of children, self-injury, 
obsessive behaviour, and memory difficulties.
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Meetings, Seminars, Visits and Training
Throughout the placement the trainee attended a variety of meetings including clinical 
governance, clinical direction, heads of profession, allocations, parenting strategy and 
fortnightly community team meetings. The trainee also visited a school for children 
with learning disabilities, a day center and a creative employment service. The trainee 
attended client reviews, two of which were case conferences involving Child and 
Family services.
The trainee facilitated a staff meeting regarding work with a client. The trainee also 
carried out a presentation about ‘Primary Care with People with Learning Disabilities’ 
to the Heads of Profession Meeting. The presentation helped to inform professionals 
about qualitative research. It also stimulated discussion amongst professionals about 
how to inform staff working in residential homes about their client’s accessing 
primary care.
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SUMMARY OF PEOPLE WITH LEARNING DISABILITIES CASE REPORT
Using psvchodvnamic and attachment theory to help a 34 year old lady 
explore her experiences of abuse
PRESENTING PROBLEM
Sarah was a 34-year-old lady who lived in a semi-independent flat attached to a hostel 
for people with learning disabilities. The referral stated that Sarah had been exhibiting 
self-harming behaviour, thought to have resulted from poor self-esteem and abuse. 
Staff where Sarah lived found it difficult to work with her. Suicidal intentions 
appeared not to be taken seriously. The community nurse said Sarah had numerous 
health problems, including epilepsy, diabetes, underactive thyroid, obesity and 
dysmenorrhoea.
ASSESSMENT
Background information was gathered from nursing and psychology files. The trainee 
independently undertook the initial assessment over five, weekly sessions, and aimed 
to assess risk, clarify confidentiality, set boundaries, and build rapport and trust. 
Therapeutic aims were discussed with the trainee’s limited time with the service in 
mind. Weekly supervision guided assessment.
Sarah initially presented at assessment, with pictures of how she felt and a list of 
‘issues’ she found difficult to cope with, including; her family, her childhood, 
bereavement of her father (died last year), two rapes, and behaviour associated with 
anxiety/depression. The trainee felt helpless and overwhelmed. This feeling was 
discussed in supervision and suggestions made that perhaps the feeling was the result 
of counter-transference, (the trainee’s response to Sarah’s transferred feelings; Beail, 
1989). It soon became clear that the pivotal issue was Sarah’s family and childhood. 
Sarah had difficulties sleeping. She awoke in the night, having had a 
nightmare/flashback (vivid intrusion of memory; Kennerley, 1996). Flashbacks led to 
numerous anxiety symptoms.
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The Family Relations Test (Bene and Anthony, 1957, revised 1978) was carried out 
retrospectively and revealed a strong family unit that did not include her. One of the 
questions asked whether family members shared her bed. Sarah’s response was; “they 
all tried to”. The trainee therefore hypothesised that Sarah might be a victim of incest. 
Additional responses also gave cause for concern that Sarah had been abused. Sarah 
scored 14 on the BDI-II, (Beck Depression Inventory, second edition; Beck, Steer, and 
Brown, 1996) indicating mild depression. Her BAI (Beck Anxiety Inventory; Beck 
and Steer, 1988) score was 50, indicating severe anxiety.
INITIAL FORMULATION
Predisposing Factors
The trainee hypothesised that Sarah had been physically, sexually and emotionally 
abused. Attachment theory, (Bowlby, 1982 cited in Alexander, 1992) provides a 
useful conceptual framework for looking at familial antecedents and consequences of 
sexual abuse (Alexander, 1992). Different attachments reflect different patterns by 
which infants organise their behaviour, thoughts and feelings toward the attachment 
figure. Sarah’s presentation indicated an attachment-style similar to the ‘disorganised 
child’. This supports the hypothesis that she had been abused. Sarah’s family was both 
the source and solution to her anxiety.
Precipitating Factors
Sarah’s father had only recently died; consequently Sarah may have felt ‘free’ to 
disclose what he and the family had done to her.
Maintaining Factors
Sarah’s ‘flashbacks’ maintained her fear and anxiety. Her depression was maintained 
by a sense of hopelessness regarding her past, present and future. Feelings of abuse 
were maintained by carers and professionals, unable to believe the extent of the abuse 
and labeling Sarah’s behaviour as ‘manipulative / attention-seeking’. Relationships 
appeared to continue to present Sarah with the insecure attachment style that was 
familiar.
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INTERVENTION
Intervention enabled Sarah to experience a relationship that provided a different 
attachment-style from the disorganised (insecure) one she was used to. The trainee 
provided Sarah with the experience of a secure-attachment. Potential threats to Sarah’s 
security, such as safety, discipline, exploration and separations were considered 
carefully (George, 1996). It was hoped that the trainee could act as a ‘secure base, 
comprising reliability, responsiveness and capacity to process negative affect 
(Holmes, 1993), from which Sarah felt safe to explore her experiences. Sarah often 
expressed herself through drawings. She also talked about dreams/nightmares. These 
proved useful mediums for aiding exploration and reveal contents of the unconscious 
(Emerson, Hatton, Bromley and Caine, 1998). At all times, Sarah was taken seriously. 
A cognitive-behavioural approach was used to help reduce Sarah’s flashbacks.
OUTCOME AND FOLLOW-UP
Sarah’s BDI score decreased from 14 (‘Mild depression’) to 9 (‘Minimal depression’). 
Her BAI score also decreased from 50 (‘Severe anxiety’) to 24 (‘Moderate to Severe 
anxiety’). She was able to boundary her issues, taking her questions to the appropriate 
people so she did not feel rejected. The secure-base enabled Sarah, not only to explore 
feelings and experiences from the past, but also new positive experiences. The offer of 
a family placement meant that Sarah viewed her future in a positive light. Towards the 
end of therapy, the trainee felt Sarah was able to bring internal and external 
inconsistencies to conscious awareness, e.g. Sarah talked about how she both loved 
and hated her family rather than just loving them. Staff had a plan of action should 
Sarah express any suicidal ideation. Much of Sarah’s distress was exhibited through 
health problems, one of which was dysmenorrhoea. Toward the end of therapy this 
was no longer an issue. The content of the penultimate session suggested there were 
more disclosures to be made. With her agreement, Sarah was referred to the 
mainstream psychotherapy service, who, after discussions, accepted Sarah’s referral.
REFORMULATION
Sarah was initially referred for self-injury. Although initial hypotheses and later 
exploration confirmed Sarah had been abused, the self-injury could have been viewed
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as attention-seeking and treatment provided drawing from behavioural theoretical 
principles. However, Sarah had waited over 30 years to disclose her abuse, the wrong 
formulation could have left her feeling, yet again, disbelieved and not taken seriously, 
thereby furthering her abusive experiences.
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CHILD AND YOUNG PEOPLE PLACEMENT
PLACEMENT DETAILS
Dates: October 2002 to March 2003
Supervisors): Penny Bebbington, (Clinical Psychologist).
NHS Trust: Surrey Oaklands NHS Trust.
Base(s): Oak Glade, Epsom,
Epsom Child and Adolescent Mental Health Service.
Summary of Clinical Experience
This placement provided experience of working as part of a child and adolescent 
mental health service (CAMHS) as well as working in an outpatient clinic, which 
included a clinic for children under five years old. Additional work was carried out in 
two other CAMHS teams, under the supervision of their Clinical Psychologists 
(Rebecca Harris and Sarah Johnstone). The trainee developed assessment, formulation 
and intervention skills using behavioural, and cognitive-behavioural approaches. The 
trainee also gained experience in the use of psychometric tools, these included the 
WOND, WISC-HI, WORD, WMS and WPPSI. The trainee carried out observations 
both in nursery and school settings. Experience was gained working with children 
aged 2 to 16 years and their families. Presenting problems included aggressive 
behaviour, sleep difficulties, food refusal, needle phobia, toileting difficulties, anxiety. 
Some children were also assessed for symptoms of ADHD, learning disabilities and 
autistic spectrum disorders (ASD). This included assessment of a child with visual 
impairment for indicators of ASD.
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Meetings, Seminars, Visits and Training
Throughout the placement the trainee attended a variety of meetings. This included 
monthly Child Psychology meetings and Regional Psychology meetings. The trainee 
also attended other meetings including a District Child Development Team meeting, 
JOG (support for children with physical and learning disabilities and their parents), 
and a CAMHS meeting. The trainee also participated in a journal club.
Observations were undertaken at schools, nurseries and a school for children with 
learning disabilities. On two occasions the trainee observed a group run by Speech and 
Language Therapists. The trainee also observed consultations with consultant 
pediatrician whose clinic offered support for children with physical and learning 
disabilities and their parents. The trainee spent an afternoon observing a Health 
Visitor’s Clinic and also visited a child and adolescent inpatient unit where two family 
therapy sessions were observed.
The trainee attended a ‘Toileting Workshop’ for Health Visitors, run by the child 
clinical psychology department. The trainee also attended a Narrative Therapy 
training day and a ‘Process Mapping’ training day.
The trainee carried out a presentation to the Child Psychology department regarding 
the cognitive assessment of an eleven year old boy.
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SUMMARY OF CHILD AND YOUNG PEOPLE CASE REPORT
The use of systematic desensitisation to reduce a 10 year old girl’s needle phobia 
PRESENTING PROBLEM
Anna was a 10-year-old girl who lived with her mother, father and 8 month old sister. 
Anna had Phenylketonuria (PKU). This meant that she had to have regular, (once a 
month) finger-prick tests. The finger-prick test was administered by her mother/father, 
at home, through the use of a pen-like instrument. Anna reacted by screaming and 
crying and trying to run away.
ASSESSMENT
Background information was gathered from Anna’s CAMHS (Child and Adolescent 
Mental Health Service) file. Prior to proceeding work with Anna, the trainee’s 
supervisor carried out an initial consultation with both Anna and her mother. Anna 
had been referred twice before for behavioural difficulties (non-adherence to diet 
regimen, aggression and sleep disturbance) and was reported to have been very 
withdrawn during sessions and would not say anything. Anna’s parents described 
Anna as a selective mute and she was reported to have never talked to anyone in a 
clinic or hospital setting. At 5 years old, Anna was reported to exhibit obsessional 
routines from a very early age. These included liking even numbers and having to do 
things in a certain order. Anna’s parents queried whether Anna had Aspergers 
Syndrome although the psychiatrist thought this unlikely.
Anna remained mute for the duration of the assessment. However, she communicated 
effectively through writing and drawing pictures. A ‘Scariness Scale’ (Scale between 
0 and 10) was designed with Anna so her anxiety levels could be monitored during 
behavioural experiments around the finger-prick test. When asked what she thought at 
the time of having to have the finger-prick test Anna’s two main thoughts were i) to 
run away and ii) “it’s not fair, why me”?
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INITIAL FORMULATION
Predisposing Factors
Predisposing factors considered included; genetic predisposition to needle phobia, 
evolution (i.e. that Anna was predisposed to develop her fear), classical conditioning, 
(i.e. Anna has been conditioned to associate the needle with pain), learned behaviour-  
Anna may have witnessed her family member’s health anxiety and fear of needles, 
Aspergers syndrome -  this may predispose her to being more sensitive to the finger- 
prick test Additional vulnerability factors included Anna asking ‘Why me?’ as PKU 
is rare. Also, Anna’s reaction to health professionals i.e. selective mutism, may have 
meant both Anna and her parents were reluctant to seek help from health professionals 
earlier.
Precipitating Factors
Anna was reported to have had nightmares about having her blood taken. Also, the 
association Anna made between the pen and pain directly precipitated a fear reaction.
Maintaining Factors
Anna’s fear was maintained by monthly pen-pain associated experiences. 
Unfortunately because it only occurred monthly she did not habituate to the 
experience. Anna’s insistence that the pen be at either Level 0 or 1 meant that the pen 
was not so effective. Consequently Anna’s mother had to make several attempts to get 
blood from Anna’s finger plus she had to squeeze it -  Anna reported that this hurt. 
Anna’s fear of health professionals and health settings may have resulted in the 
maintenance of the phobia because she / her parents were reluctant to seek help.
Protective Factors
Both Anna and her parents recognised that Anna had a needle phobia and were now 
keen to remedy this. Also, although Anna was selectively mute, she was willing and 
able to communicate well through writing. This meant that issues could still be 
discussed.
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INTERVENTION
On the basis of the formulation, systematic desensitisation using in vivo exposure to 
reduce the association between the pen and pain / fear seemed an appropriate 
intervention. Psychoeducation and relaxation (guided imagery) also were used to 
support this process (Car, 1999). Each step was discussed so Anna felt in control and 
her thoughts were monitored when she was presented with each new task. Anna was 
encouraged to administer her own finger-prick test because she would eventually need 
to be able to do this. In addition, this more direct approach would give her more 
control. Anna’s anxiety was monitored through her ratings on the ‘Scariness Scale’. 
Anna’s motivation declined so an additional motivator (reward) was given if she 
carried out the task.
Anna’s feelings of ‘Why me?’ were discussed. Anna was known to like using the 
computer. Ann was introduced to a PKU website and chat-room. This and a ‘special 
diet’ cookery evening helped Anna feel less isolated with her experience of having 
PKU.
OUTCOME AND FOLLOW-UP
Initially Anna felt anxious about holding the pen with the needle in it. However, in her 
last session, Anna was willing and able to hold the pen with the needle in it up to her 
finger and then able to click the needle into an orange (one of the goals). Anna’s 
anxiety around a task generally tended to decrease both after relaxation and towards 
the end of the two weeks of practice. This demonstrated that the more Anna paired the 
relaxation task with the feared situation, the less anxious she became about it. 
Throughout the sessions Anna appeared to become more relaxed with the trainee. The 
new incentive appeared to sufficiently motivate Anna and was particularly useful 
when the supervisor was re-introduced to continue the work with Anna.
REFORMULATION
Etiologically, children diagnosed with selective mutism are a heterogeneous group 
(Cunningham, Cataldo, Mallion, & Keyes, 1983). However, certain personality 
features including an association with Asperger’s Syndrome (Gillberg and Billstedt, 
2000) are considered to be possible predisposing factors for selective mutism and 
comorbid symptoms often exist.
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Anna was referred to Child Psychology Services for intervention regarding her phobia 
of needles, a fear affecting the family only once a month. However, Anna presented 
with other difficulties daily, e.g. obsessional behaviour and selective mutism. These 
did not appear to be recognised as a problem. Although not diagnosed as a selective 
mute, it became more apparent during the trainee’s work with her that this was the 
case. It also had wider implications for Anna’s life e.g. at school Anna did not like 
talking to teachers.
REFERENCES
Carr, A. (1999), The Handbook o f  Child and Adolescent Clinical Psychology: A  contextual 
Approach. Routledge: London and New York.
Cunningham, C., Cataldo, M., Mallion, C. and Keyes, J. (1983). A  review and controlled 
single case evaluation o f  behavioral approaches to the management o f  elective mutism. Child 
and Family Behavior Therapy, 54, 25-49.
Gillberg, C. and Billstedt, E. (2000) Autism and Asperger syndrome: coexistence with other 
clinical disorders. Acta Psychiatrica Scandinavica, 102, 321-330.
124
OLDER PEOPLE PLACEMENT
125
Older People Placement Summary
OLDER PEOPLE PLACEMENT 
PLACEMENT DETAILS
Dates: March 2003 to September 2003
Supervisor(s): Catherine Dooley, (Clinical Psychologist)
Dr. Kate Spencer, (Clinical Psychologist)
NHS Trust: South West London and St. Georges.
Base(s): Barnes Hospital, Barnes CMHT.
Outpatient Clinic, Twickenham CMHT.
Outpatient Clinic, (Brysson Whyte Unit),
Queen Mary’s University Hospital
Summary of Clinical Experience
This placement provided experience of working with people aged 65 to 91. The 
trainee worked alongside colleagues from community mental health teams. Work took 
place in a variety of settings including day hospitals, outpatient clinics, hospitals 
(inpatients), and in clients’ own homes. Experience was gained in the assessment, 
formulation and treatment of clients using behavioural, cognitive, lifespan and 
narrative approaches. Work took place with both individuals and their carers. The 
trainee worked with clients who had a variety of presenting problems including 
depression, anxiety, PTSD, bereavement, somatisation, memory difficulties, panic 
attacks, dementia. A range of assessment tools were used including, BAI, BSS, 
Geriatric Depression Scale (GDS), MEAMS, and CAMCOG. The trainee worked 
alongside a multidisciplinary rehabilitation team in Queen Mary’s University Hospital 
seeing clients who were in / had been in that hospital. Whilst there the trainee held a 
pulmonary rehabilitation group and was observed by two physiotherapists and a 
support worker. The trainee also planned and ran a ‘Forgetfulness Group’ for clients
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experiencing memory difficulties and their carers. This was done with help from an 
assistant psychologist and was carried out on a weekly basis for a total of 6 weeks.
Meetings, Seminars, Visits and Training
Throughout the placement the trainee attended a variety of meetings. This included 
monthly older adult psychology specialty meetings and older adult directorate 
meetings. The trainee also attended two ward round meetings.
Whilst on placement the trainee took the opportunity to observe other professionals 
working with older people. This included observations at a psychiatric clinic, 
observing a speech and language therapist on the Brysson Whyte Unit, spending a 
morning with a community psychiatric nurse and observing the trainee’s supervisor 
interview a suicidal patient and run a pulmonary rehabilitation group. The trainee also 
spent time in a Day Hospital and worked for a morning shift on a dementia ward.
The trainee attended a presentation on ‘Suicide from a psychodynamic perspective’ 
and attended a PSIGE conference on ‘Psychosis and Old Age’.
The trainee carried out a presentation of the ‘Forgetfulness Group’ at the Psychology 
Specialty meeting and led a discussion having presented two chapters of a narrative 
therapy book. On two occasions during assessment sessions, physiotherapists 
observed the trainee’s work and the role of a clinical psychologist was discussed.
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SUMMARY OF OLDER PEOPLE CASE REPORT
A Narrative Intervention With A 91 Year Old Lady Who Presented
With Depression
PRESENTING PROBLEM
Jan was a 91-year-old Austrian lady that lived in warden-assisted accommodation. She 
attended a Day Hospital three days a week. The Day Hospital Manager described her 
as presenting as depressed. She had a turbulent relationship with her warden and 
called her home ‘prison’. Jan had also recently alleged that she had been raped whilst 
in hospital undergoing a hip operation. It was requested that Jan be seen on a one-to- 
one basis to ‘re-live’ events in her past to see whether a trauma had occurred.
ASSESSMENT
Jan was reported to have had an inpatient hospital admission for depression and to 
have had ECT after a suicide attempt when she was in her 50s. Two years ago Jan had 
a hip replacement and received formal care. She was referred to the Day Hospital in 
May 2002 as a result of increasing anxiety, depression and paranoia towards the 
warden. She was reported as being ‘reluctant to engage with services’.
Jan spoke with a monologue of concerns that included: lack of sleep, a party from 
which she had felt excluded, an alleged rape at hospital, how terrible her life had been 
and that during the war she had tried to kill herself. She said she was a ‘cripple’, living 
in a ‘prison’ and did not like life. Jan expressed suicidal ideations. Having carried out 
a risk assessment and the appropriate people informed, Jan was admitted as an 
inpatient to hospital.
Jan suffered from tinnitus and found it difficult to hear. She was also concerned the 
therapist might misunderstand something because of Jan’s German accent. Jan was 
reassured that, if necessary she would be asked to clarify what she had said.
Jan completed the Beck Scale for Suicide Ideation (BSS, Beck and Steer, 1991) 
indicating there was high risk of Jan acting upon her suicidal intentions. The Geriatric
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Depression Scale (Yesavage, Brink, Rose, Lum, Huang, Adey, Leirer, 1983) revealed 
Jan was ‘Moderately depressed’. A Life Satisfaction Index (Neugarten, Havighurst 
and Tobin, 1961) indicated Jan had Tow life satisfaction’. A more qualitative measure 
was also created to see whether there would be a change in language used by Jan.
INITIAL FORMULATION
A variety of predisposing factors for Jan’s presentation were considered for example, 
organic impairment, Borderline Personality Disorder, attachment difficulties - Jan had 
many unstable interpersonal relationships and had numerous abandonment 
experiences as both child and adult. Jan’s cultural background may have also 
predisposed her to her difficulties, for example, throughout World War II her life was 
in danger because of her Jewish heritage. She later suffered prejudice in England 
where she felt ostracized because of her accent.
NARRATIVE FORMULATION
Payne, (2000) suggests that ‘We live by stories we have about ourselves’. Jan initially 
presented with a narrative account that only involved her problems. A thin description 
is one that omits forgotten or unnoticed elements of lived experience. Jan’s stories 
were filled with a sense of hopelessness and her daily living reflected these ‘hopeless’ 
narratives. Jan’s current dominant narrative might be seen to threaten her identity. She 
was somebody who was previously independent and had lived her life caring for 
others. At times when she did try to return to her ‘carer’ role, others who considered 
her to be ‘interfering’ thwarted her efforts. The more she tried to help, the more she 
was rejected, thus leaving her with a diminished sense of identity, low self esteem and 
depression. The rejection also served to further exacerbate her feelings of loneliness 
and isolation.
INTERVENTION
Initially Jan’s approach to therapy engendered a variety of process issues. Her 
conversational style of talking but not listening was hard to contain at first. However, 
once the structure of sessions was agreed, therapeutic intervention became more 
manageable.
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By exploring Jan’s language, stories and hence experience of the world it was hoped 
that the therapist could gain a better understanding of Jan’s difficulties and what was 
maintaining them. Jan’s stories were thin because only a fraction of her experience 
was being remembered and recalled. Jan was provided with the opportunity to talk and 
discuss her experiences. This meant ‘unique outcomes’ (experiences that fall outside 
the dominant story) would be elicited and Jan’s story would become richer and more 
‘balanced’. A life review was carried out with Jan so that a balanced view of her past 
life would be promoted. This in turn would then positively inform her present and 
future identity. By talking about her life-history, Jan recognised her many strengths.
OUTCOME AND FOLLOW-UP
Towards the end of therapeutic intervention, the language Jan used in her narratives 
changed and her narrative encompassed what she was able to do. Having talked about 
the history of her family, Jan referred to recent relationships with family members in 
Austria. She also now viewed herself lucky to be ‘cared for’.
Formal measures indicated that Jan had become less depressed and was no longer 
actively seeking to kill herself. She felt that committing suicide would disgrace her 
nephew, and had no active plan to make any attempts. Her score on the Geriatric 
Depression Scale reduced indicating ‘Mild Depression’. However her score of on The 
Life Satisfaction Index remained low and indicated low life satisfaction.
The Day Hospital staff were regularly informed about Jan’s progress and this seemed 
to challenge some of the narratives they had about Jan. It was hoped that this new 
balanced narrative would impact upon Jan and a positive feedback loop would be 
maintained.
REFORMULATION
The therapeutic intervention allowed Jan to experience a relationship that provided a 
different attachment-style from the ambivalent, insecure one she was used to. The 
therapist provided Jan with the experience of a secure-attachment. The therapist 
provided balanced and flexibly integrated thinking. The use of a therapeutic letter may 
have served as a transitional object for Jan. This acted as a reminder and a
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representation of the shared work that had taken place.
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SPECIALIST PSYCHODYNAMIC PLACEMENT WITH ADULTS
WITH LEARNING DISABILITIES 
PLACEMENT DETAILS
October 2004 to March 2004 
David Cotson, (Consultant Clinical Psychologist)
South West London and St. Georges.
Joan Bicknell Centre, Springfield Hospital,
Summary of Clinical Experience
This placement provided experience of working with people aged 24 to 57. The 
trainee worked as part of a multidisciplinary Assessment and Intervention Team 
(AIT). This placement provided experience of using a psychodynamic framework in 
assessment, formulation and intervention with clients with learning disabilities. The 
placement allowed consideration of the particular issues related to using a 
psychodynamic framework with adults with learning disabilities such as boundary 
issues and team dynamics. The trainee carried out individual psychodynamic 
psychotherapy with clients presenting problems including relationship difficulties, 
trauma, abuse, eating disorder, psychosomatic symptoms and bereavement. Other 
useful experience was gained on this placement including an assessment of capacity to 
consent to sexual relationships, and cognitive assessment of a young man as part of an 
eligibility assessment to access learning disability services.
The placement also provided the trainee with experience of working in a consultative 
capacity with members of the multidisciplinary team, particularly regarding clients 
presenting with challenging behaviour.
Dates:
Supervisor(s):
NHS Trust:
Base(s):
Wandsworth
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Meetings, Seminars, Visits and Training
Throughout the placement the trainee attended a variety of meetings. These included 
attending, a peer support group, multidisciplinary team meetings, CPAs, an AIT team 
meeting and a weekly psychodynamic supervision group led by Valerie Sinason 
where the trainee presented several of her clients.
Whilst on placement the trainee took the opportunity to observe other professionals 
working in the learning disability service. This included shadowing a community 
nurse for a meeting with staff regarding a client’s attendance at a local college. It also 
included observing Valerie Sinason assessing a client for possible psychotherapy. The 
trainee visited several services provided for people with learning disabilities such as a 
day centre and ‘Generate’.
The trainee attended and participated in the AIT away day. The trainee also completed 
a ten week introductory course on psychotherapy and learning disability run by the 
placement supervisor, Dr Hollins and Valerie Sinason.
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SUMMARY OF SPECIALIST CASE REPORT
Cognitive Assessment of a 28 year old man for eligibility to access 
learning disability services,
PRESENTING PROBLEM
John, a 28-year-old man, was referred because the community team for people with 
learning disabilities wanted to know if he could access housing for this client group. 
More specifically social services wanted to know whether any cognitive deficits were 
due to recent problems (e.g. epilepsy / alcohol abuse) or a more long-standing 
disability.
ASSESSMENT
John’s appointments took place in the afternoon and he was telephoned that morning 
to ensure he had not forgotten the appointment. The assessment comprised a clinical 
interview with John. Additional background information was gathered from John’s 
social services file.
How John saw the problem
John said he had no problems with his memory. He actually believed his memory was 
better than it used to be. John also demonstrated his use of strategies to help him 
remember and said he used a dossett box to help remember his epilepsy medication.
How others saw the problem
The GP referred to John as being ‘educationally subnormal’. The GP stated ‘John had 
emotional adjustment difficulties combined with learning difficulties since the age of 
13’ but provided no evidence of formal assessment.
John was homeless but The Homeless Persons Unit were concerned about John’s 
ability to live independently.
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History of presenting problem
Medical History: John was diagnosed with epilepsy from the age of 15 years. 
Medication use was irregular. He noted being disoriented after falling off his bike and 
received 12 stitches.
Psychiatric History: John reported feeling low since moving to London three years 
ago. At school he was reported to have been ‘healthy but had emotional and learning 
difficulties’.
Personal History: John was left-handed. Little was known about his developmental 
history. His educational history revealed that at the age of 15 his reading ability was 
two years below chronological age and spelling ability was 3-4 years below 
chronological age. A report stated John was ‘a vulnerable pupil of low average ability 
who had significant social and adjustment difficulties’. John left college and had a 
variety of manual j obs.
Social History: John said that he had no friends, as he preferred to be on his own and 
didn’t trust anyone. Although the referral letter alluded to excessive consumption of 
alcohol, John said this was not the case. John reported that about 6-7 years ago he and 
some friends used cannabis every day for a couple of months. Subsequently he only 
occasionally used it, and did so for only a short while.
LITERATURE REVIEW
Information that could help account for John’s memory difficulties included: John 
having a learning disability, difficulties due to social circumstances, substance misuse, 
epilepsy and its medication, and depression.
HYPOTHESES
Hypothesis 1:
John will show a neuropsychological profile indicating he has a learning disability and 
particular difficulties with working memory.
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Hypothesis 2:
John will show a neuropsychological and psychometric profile indicating he does not 
have a learning disability but his presentation is the result of mental health issues. 
Hypothesis 3:
John has got a neuropsychological profile indicating he does not have learning 
disabilities but does have other areas of cognitive impairment, such as impairment of 
working memory.
BEHAVIOUR DURING ASSESSMENT
John often arrived at the wrong time for the assessments, despite prompts provided on 
the same day. John appeared increasingly depressed each time we met. He required 
encouragement throughout the assessment period and took a long time to answer 
questions and complete the assessment.
FINDINGS
Intellectual Functioning was assessed by use of the Ravens Standard Progressive 
Matrices which revealed below average intellectual capacity, however score 
discrepancy meant no interpretation could be made. The WAIS-HI indicated that John 
was functioning in the average range for his general intellectual functioning and his 
verbal and performance skills. This was consistent with his predicted IQ as indicated 
by his NART score. However, differences within the scales comprising John’s 
nonverbal and verbal abilities meant it was more meaningful to examine his 
performance on these scales separately. Differences between John’s Verbal 
Comprehension Index and Working Memory Index suggested John performed better 
when solving problems requiring verbal comprehension than solving problems 
requiring short-term memory. Differences between Perceptual Organisation Index and 
the Processing Speed Index indicated that John was better at nonverbal thinking and 
visual motor coordination than response speed (both motor speed and speed of 
thinking). John’s performance on arithmetic, letter-number sequencing and digit span, 
alongside his low scores on subtests comprising Processing Speed might support the 
idea that John had a poor working memory.
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The large discrepancy found between John’s forward and backward digit span 
indicated possible difficulties with divided attention. John’s slowed processing speed 
might have also indicated he had attention difficulties (Lezak, 1995).
Despite John’s slow speech, there was no evidence to suggest he had any language 
difficulties and his perceptual organisation was an area of relative strength. Despite 
not administering specific tests of executive functioning, his working memory and 
attention difficulties alongside decreased motivation could have resulted from 
impaired executive functions.
DISCUSSION
The overall conclusion was that John did not have a learning disability and thus 
Hypothesis 1 was rejected. However, John did exhibit substantial difficulty with two 
areas of cognitive functioning, namely his working memory and processing speed. 
Therefore, Hypothesis 3 could not be rejected but further assessment required to 
clarify John’s cognitive difficulties.
Possible explanations for John’s cognitive profile included: Mental Health (e.g. 
depression and anxiety), Attention Deficit Hyperactivity Disorder (although 
behavioural observation of John would not seem to concur with this suggestion) and 
difficulty with symbolic representations related to numbers. Confounding variables 
such as John’s recreational drug and alcohol use, epilepsy and anti-epileptic 
medication could have all contributed to his cognitive difficulties.
RECOMMENDATIONS
John did not have a learning disability but did have significant cognitive deficits in 
some areas, namely working memory and processing speed. A report was written 
recommending John be referred to the Adult Community Mental Health Team 
(CMHT) for further assessments. Assessment outcomes were verbally fed back to 
John.
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ABSTRACT
Title: Carer Views Of Primary Care Services For Adults With Learning Disabilities.
Objectives: This study aims to consult carers about their experiences of clients 
accessing primary care services. In particular:
• Access to the G.P: How often adults with learning disabilities access their G.P. 
and the different ways in which they do so.
• Health Promotion: Whether people with learning disabilities are accessing these 
services.
• Satisfaction: This study will review carers’ overall satisfaction with the primary 
care service.
Design: A cross sectional study of carers of adults that have learning disabilities.
Setting: Carers surveyed cared for clients who lived in the community and whose 
G.P. practices were located within a south-west London’s primary care 
trust’s catchment area.
Participants: 76 carers of adults that had learning disabilities.
Outcome Measure: A questionnaire was designed by the author in conjunction with 
other health professionals. The questionnaire was designed to ascertain carers’ (of 
adults with learning disabilities) views regarding the primary care service they 
receive.
Results: The majority of clients accessed their G.P. four times a year or less, fewer 
consultations than the general population of Britain. Approximately one third of 
clients were invited for health-checks and 61% of clients attended health-checks. 48% 
accessed an optician in the last year, 21% accessed an audiologist and 20% accessed
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clinical psychology services. 48% received information regarding health promotion 
e.g. cancer screening. The vast majority of carers were satisfied with the primary care 
service the client they cared for received.
Conclusions: Although this study shows that the carers of adults with learning 
disabilities were satisfied with the primary care services they received, there is still a 
need to advance and promote good healthcare with this client group.
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INTRODUCTION
The Department of Health (1995) states that good practice requires health authorities, 
G.P. fundholders and NHS trusts to work together to ensure that:
• There are adequate links to GPs and the primary healthcare team, and they have 
sufficient knowledge about service options.
• Regular screening and checks are undertaken across the full range of health 
matters.
(Emerson, Hatton, Bromley and Caine, 1998).
This study asks carers whether clients (adults with learning disabilities) of a southwest 
London primary care trust are receiving these requirements.
Access to Primary healthcare
Compared with the general population, people with learning disabilities (see 
Appendix Table 1 for definition) are at higher risk of physical and psychological 
illnesses, (Kerr, Dunstan and Thapar, 1996), yet ‘Prescriptions for Change’ (Singh,
1997) indicates that most people with learning disabilities visit their GP fewer than 
four times each year, less than the general population.
The Royal College of General Practitioners’ Occasional Paper (Barker and Howells, 
1990 cited in Lennox, Diggens and Ugoni, 1997) recommends that the healthcare 
needs of adults with learning disabilities should be met by generic services provided 
by the Primary Health Care Team, with the G.P. as the linchpin in the provision of 
care (Thornton, 1996). If the G.P. is the linchpin for receipt of healthcare services, the 
shortfall of client visits to the G.P. may mean that many clients are not receiving 
services to which they are entitled.
The primary health care system largely relies upon a person’s ability to recognise and 
report ill health, (Rodgers, 1993). Rose (1995) comments it is ‘wrongly taken for 
granted that people with learning disabilities will seek out and use services without 
extra help and support’. Clients may have difficulty understanding their own health 
needs so carers are often responsible for monitoring their client’s health. Simpson
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(1995) suggests several barriers to good health care for people with learning 
disabilities (Appendix 1 Table 2).
Health promotion
Over the last 30 years there has been considerable increase in the life expectancy of 
people with learning disabilities. This has resulted in changing patterns of morbidity 
and mortality and an increasing recognition of the health needs of people with 
learning disabilities (Janicki, Davidson, Henderson, McCallion and Taets, et al, 2002). 
The Department of Health (1995) published “A Strategy for People with Learning 
Disabilities”. It includes sections covering health promotion and ideas for future 
development of services. There is a need for health promotion and education for 
people with learning disabilities and their carers, to reduce preventable conditions 
(Band, 1998).
Satisfaction
Singh (1997) found that carers of people with learning disabilities have high levels of 
satisfaction with G.P. services but suggests that carers may be reluctant to complain 
and tend to have low expectations regarding G.P.’s knowledge of this client group 
(Singh, 1997). Satisfaction measures are important as they are associated with 
improved outcomes e.g. adherence (Pitts and Phillips, 1998) and can provide feedback 
to the service about how well it is doing.
OBJECTIVES:
‘...the health promotion agenda should result from a dialogue with people with 
learning disabilities and their representatives ’
(Whittaker, 1989 cited in Emerson et al, 1998)
During 1998 a subgroup of a South West London Healthcare Trust’s Joint Action 
Group were prompted by carers and advocates concerned about the lack of service 
delivery strategy for Primary Healthcare Provision for people with learning 
disabilities. As a result, a strategy was developed and is now one of the service 
priorities of the Trust’s Joint Investment Plan. Developing a strategy for Primary
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Healthcare provision for people with learning disabilities is also a priority for the Joint 
Service Plan. The findings of this study will help to inform this process.
Using a questionnaire, this study asks carers about their experiences of accessing 
primary care services. The following areas are investigated:
Access to the G.P.: With the G.P. as the linchpin to other services e.g. Clinical 
Psychology, it is important that clients are able to access the G.P. This study looks at 
how often adults with learning disabilities access their G.P. and the different ways in 
which they do so.
Health Promotion: As part of the DoH (1995) good health guidelines it is 
recommended that regular screening and checks are undertaken across the full range 
of health matters. This study looks at whether adults with learning disabilities are 
accessing these services.
Satisfaction: This study reviews carer’s overall satisfaction with the primary care 
service
Comparisons are made between formal (i.e. paid) and informal (i.e. unpaid e.g. family 
member) carers, and the different levels of support received by clients, to see whether 
the type of care the client receives or the severity of the client’s learning disability 
effects; access to G.P.s, health promotion services, or levels of satisfaction.
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METHOD
Design
This is a cross sectional study of carers of adult that have learning disabilities, living 
in an area in the south west of London.
Measures
A questionnaire was designed (Appendix 2) to assess client’s carer’s views of the 
primary healthcare the receives. Concurrent validity was considered as the 
questionnaire’s design was similar to another; ‘The NHS -  Health for All?’ (Band, 
1998) e.g. similar demographic bands used. Expert sampling was carried out to ensure 
good face validity. (See Appendix 1, Table 3 for professionals involved).
Both formal and informal carers were included in the study. The clients differed in 
their severity of learning disability and this was classified using ‘Levels of support’, as 
recommended by the British Psychological Society (1991) (See Appendix 2).
Satisfaction with the primary care service was measured using a Likert Scale ranging 
from Very Dissatisfied to Very Satisfied. Only 4 categories were used on the scale to 
avoid a central tendency bias (See Appendix 2).
The questionnaire was piloted (on five carers) and was approved by the Healthcare 
Trust’s ethics committee (Appendix 3).
Consent was assumed if the questionnaire was returned (as agreed by the ethics 
committee).
Sample
The Carer sample and their addresses were obtained through the Community Team for 
Adults with Learning Disabilities (CTALD). All carers that cared for an adult with a 
learning disability, living in the community, and whose G.P. practice was located 
within the primary care trust catchment area, were asked to participate.
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Procedure
188 questionnaires were sent to carers along with a covering letter (Appendix 3), and 
a stamped and addressed return envelope.
Carers who wished to participate completed the questionnaire and returned it in the 
pre-paid envelope, to the community team. An assistant psychologist numbered the 
questionnaires on arrival and stored them in a locked drawer prior to analysis.
One week prior to the questionnaire return deadline, a letter was sent to carers, 
thanking those who had completed the questionnaire and reminding those that had not 
(Appendix 3).
Participants
In total, 76 carers returned the questionnaire (a 40% response rate), of which 20 were 
male and 52 female. Four carers did not state their gender. 20 were informal carers 
and 55 formal carers. 2 carers did not specify whether they were informal or formal 
carers.
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RESULTS
The low number of informal carer respondents means that statistical comparisons 
between the carer sub-groups are often not made. In order to make comparisons 
regarding levels of support (Appendix 2), the first two support needs were combined 
to form the subgroup ‘Intermittent Support5 and the second two combined to form the 
‘Continuous Support5 subgroup.
DEMOGRAPHIC INFORMATION 
Carers
The following table shows the total number of carers (N) and percentage (%) of carers 
for each sub-group:
Total Formal Informal Intermittent Continuous
Carers Carers Support Support
100% 73% 27% 9% 84%
N=76 N=55 N=20 N=7 N=64
The majority of informal carers fell into the 50-59 year old age category (40%), and 
30% were aged 70+. Over two thirds of the sample were female (72%) and the 
majority of the carers described their ethnicity as ‘ White-British5 (78%).
Clients
The majority of clients were between the ages of 30-60years (72%) with 19% younger 
and 9% older. There were slightly more males (59%) than females (41%) and 96% 
were described as ‘White-British5.
ACCESS TO THE G.P.
How Often Do Clients Access their G.P.?
The table below shows percentage (%) and number (N) of clients whose carers said 
they accessed the G.P. 4 times a year or less.
Total Formal
Carers
Informal
Carers
Intermittent
Support
Continuous
Support
Accessed the G.P. 4 55% 51% 71% 67% 54%
times a year or less N=35 N=25 N=10 N=4 N=30
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A Mann-Whitney U-Test revealed that there was a statistical significant difference 
between formal and informal carers in the number of times they visited the G.P. 
(U=182.00, Nl=49, N2=15, p=0.003, two-tailed). This suggests that clients with 
formal carers access the G.P. more times than clients with informal carers.
The Different Wavs The G.P. Service Was Accessed.
Carers were asked to indicate one or a combination of different ways they accessed 
the G.P. (See Appendix 2) The most common combinations of accessing the G.P 
were: (i) visiting the G.P. with the client, and telephoning the G.P. on behalf of the 
client, (29%) and (ii) Visiting the G.P. with the client (29%). Informal carers (47%) 
and those receiving intermittent support (29%) tended to choose the latter (ii), whereas 
Formal carers (35%) and clients receiving continuous support (33%) were more likely 
to do the former combination (i). All combinations chosen by informal carers included 
seeing the G.P. with the client. However, formal carers/clients receiving continuous 
support also used other combinations e.g. using the telephone and visiting the G.P. on 
behalf of the client.
The table below shows the percentage (%) and number of respondents (N) for carers 
who responded “Yes” to each issue.
Issue Total Formal
Carers
Informal
Carers
Intermittent
Support
Continuous
Support
Invited for Routine 29% 35% 10% 14% 31%
Health Checks N=22 N=19 N=2 N=1 N=20
Attended Routine 61% 67% 42% 43% 65%
Health Checks N=46 N=37 N=8 N=3 N=41
Accessed an 48% 48% 50% 29% 52%
Optician N=35 N=35 N=9 N=2 N=33
Accessed Audiology 21% 15% 39% 43% 19%
N=15 N=8 N=7 N=3 N=12
Accessed Clinical 20% 24% 10% 29% 20%
Psychology N=15 N=13 N=2 N=2 N=13
Received 48% 54% 33% 0% 53%
Information re 
Health Promotion
N=30 N=25 N=5 N=0 N=29
Accessed ‘Health 38% 44% 20% 0% 41%
Promotion’ Services N=23 N=20 N=3 N=0 N=22
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HEALTH PROMOTION 
Routine Health Checks
Overall 29% of clients were invited for routine health care checks. Less clients with 
informal carers were invited than those with formal carers, and less clients receiving 
intermittent support were invited than were those receiving continuous support.
There was a statistically significant relationship between clients that actually had 
routine health checks and the type of carer ( %2 = 5.588, df = 1, p<0.05), with clients 
who had formal carers attending more than clients with informal carers. Clients 
receiving intermittent support attended routine health checks less than clients 
receiving continuous support.
Optician
Approximately half the clients saw an optician in the last 12 months. This percentage 
was similar for both clients with formal and informal carers and those receiving 
continuous support. However, only 29% of clients receiving intermittent support 
accessed the optician.
Audiology
21% of clients in total accessed the audiologist. Clients receiving formal care and 
continuous support accessed the audiologist the least.
Clinical Psychology
20% of clients saw a clinical psychologist. Clients with informal carers accessed the 
clinical psychologist the least, and those receiving intermittent support, the most.
Health Promotion
48% of carers received health promotion service information (e.g. for breast / cervical 
cancer screening) on behalf of the client and only 38% of clients actually accessed the 
services. Clients receiving intermittent support neither received nor accessed any 
health promotion information / services.
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SATISFACTION WITH PRIMARY CARE RECEIVED
The following table shows the satisfaction level chosen by client’s carers from the 
Likert Scale.
Levels of satisfaction Number of Carers (N) Percentage of Carers(%)
Very Satisfied 31 40.8
Satisfied 41 53.9
Dissatisfied 3 3.9
Very dissatisfied 1 1.3
Total 76 100.0
The following tables show the satisfaction level from the Likert Scale chosen by 
carers from each subcategory.
Formal Carers Informal Carers
Very Satisfied 22 (40%) 9 (45%)
Satisfied 32 (58%) 9 (45%)
Dissatisfied 1 (2%) 1 (5%)
Very dissatisfied 0 (0%) 1 (5%)
Intermittent Support Continuous
Support
Very Satisfied 3 (43%) 25 (39%)
Satisfied 4 (57%) 35 (55%)
Dissatisfied 0 (0%) 3 (5%)
Very dissatisfied 0 (0%) 1 (1%)
This shows that the majority of clients are satisfied and very few are dissatisfied. 
Dissatisfaction rates range only from 0-10% for all subcategories.
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DISCUSSION
This study investigates client’s/carers of adults with learning disabilities’ access to 
primary healthcare services, their awareness of services available, and satisfaction 
regarding the service they receive.
Demographics
Nearly half of informal carers are over 60 years old. This has implications for both the 
carers and clients, e.g. the health needs of adults change with advancing age, and are 
often accompanied by difficulties with vision, hearing and cognitive processing 
(Janicki, et al. 2002). The low representation of people from minority ethnic groups 
may reflect the area sampled, however, ‘Once a Day’ (1999) suggests that clients from 
minority ethnic groups receive less help from health services. The low number of 
participants from ‘Intermittent support’ and ‘Informal Carer’ subgroups may be a 
consequence of sampling bias as all participants accessed the CTALD who tend to be 
referred clients requiring formal care / continuous support.
Access to the G.P.
The majority of clients accessed their G.P. four times a year or less. This is less than 
the average five consultations per year for the general population of Britain (Office of 
National Statistics, 1997 cited in Band, 1998), although this was not controlled for 
age. If clients are accessing G.Ps less than the general population, they may be 
referred less to clinical psychology services, both directly and, indirectly via 
CTALDs. This study shows that significantly more clients with formal carers than 
informal carers access the G.P.. Band (1998) suggests formal carers are more likely to 
have a structure that encourages regular healthchecks and facilitates access to G.P.s.. 
Although G.P.s were accessed in a variety of ways, the results indicate that informal 
carers tend to take clients to see the G.P.. Perhaps informal carers should be made 
more aware of alternative forms of access e.g. telephone.
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Health Promotion
The Department of Health (1995) recommends people with learning disabilities 
receive regular health checks from their G.P. Approximately one third of clients were 
invited for health-checks. Clients with formal carers attended health-checks more than 
informal carers. Perhaps formal carers have better access to information and can 
facilitate access to services. Clinical psychologists are often referred clients with 
learning disabilities that have challenging behaviour (see Appendix 1, Table 5 for a 
definition). This may be the result of physical health problems e.g. ear infection 
(Lawrie, 1995). Ensuring clients have regular health checks might help eliminate 
undiagnosed problems and effective treatments given quickly.
People with learning disabilities are more likely to have sight problems (Band, 1998). 
Undetected sight problems lead to a number of difficulties e.g. lack of confidence, and 
may lead to blindness (Band, 1998). Only 50% of clients saw the optician in the last 
year. This percentage was lowest for those receiving intermittent support, perhaps 
because such clients are not aware of the need, or lack support to access such services. 
Clients accessed the audiologist least if they received continuous care / had formal 
carers, perhaps because it is more difficult to assess the hearing of such clients. Clients 
may not have accessed an optician or audiologist recently so it is important to their 
sight and hearing when administering assessments.
The percentage of clients accessing clinical psychology services was lower for 
informal than formal carers. The difference may be explained by formal carers having 
good communication because they ‘know the system’, whereas informal carers find 
themselves trying to liaise with services, between who communication is poor (Band,
1998). Alternatively, clients with formal carers may experience greater psychological 
distress / have challenging behaviour and are consequently referred. The highest 
percentage of clients accessing clinical psychology receives intermittent support. 
Perhaps access to clinical psychology, a ‘talking therapy’, is more likely because this 
client group have better communication skills than those receiving continuous care.
A small group of clients receiving intermittent care received no information about / 
accessed health promotion services (e.g. screening). Such clients have less contact
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with carers and may not seek out such information, as they are unaware of the 
necessity.
Clinical psychologists have a key role in service development. With support and 
preparation, most people with learning disabilities can access health-screening 
services. Effective health promotion is an interdisciplinary endeavour, and staff must 
work with the primary health care and mainstream health-promotion services 
(Thompson and Mathias, 1998).
Satisfaction
The majority of client’s carers were satisfied with the primary care service they 
received which may be indicative of a good service. However Singh (1997) suggests 
that this may be accounted for by a reluctance to complain about GPs and by low 
expectations. Stallard and Chadwick (1991) suggest that consumer surveys almost 
always produce high rates of satisfaction. However, satisfaction is a complex concept 
(Pitts and Phillips, 1998).
Limitations of the study and future work
If repeating the study, a consent sheet should be sent with the questionnaire, as this is 
now standard good practice. Future work could include carers of clients that had not 
accessed a CTALD or who aren’t registered with a G.P.. G.P.’s a) views of working 
with adults with learning disabilities, b) service provision for this client group and c) 
knowledge of the local CTALD, could also be investigated.
Unfortunately the response rate was quite low. Perhaps this was the consequence of a 
lengthy questionnaire. Although the questionnaire appears to have good face validity 
and reliability, expert sampling meant that questions from reliable and valid 
questionnaires (for example, Baker, 1990) were removed because the questions were 
considered ‘insensitive’. Not all the results from the questionnaire were analysed in 
this study. However, further analysis of the questionnaire is to be continued by the 
working group, and results disseminated to the service.
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Recommendations
Access: A Learning Disabilities Register should be held at G.P. practices so clients / 
carers can be sent relevant health promotion literature. A list would facilitate audit and 
would also promote G.P.s’ awareness of considerations necessary when working with 
the client e.g. see ‘Once a Day’ (Lindsey, 1999).
Health Promotion: Clients/carers should be able to make self-referrals to the 
CTALD. This is currently practised in some NHS Trusts. Client/carers need greater 
awareness of services e.g. breast / testicular cancer screening, and clients supported in 
decision-making and accessing services. Awareness could be enhanced via; the 
CTALD, community nurses, or by post if a register of client has been created.
Satisfaction: Satisfaction should be looked at with reference to specific areas of 
Primary Care e.g. communication, waiting times.
To conclude then, although this study shows that the carers of adults with learning 
disabilities were satisfied with the primary care services they received, there is still a 
need to promote good healthcare with this client group. Clinical psychologists can aid 
this process by educating professionals e.g. GPs on the health needs of people with 
learning disabilities, the risks associated with their lifestyles and problems they 
encounter in accessing services, (Emerson et al, 1998). They might also help to 
compile information in anticipation of G.P. visits, and introduce G.P.s, clients and 
carers to the ‘Feeling Poorly’ Package (Dodd and Brunker, 1999), which aids the 
communication of client needs.
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Table 1
Definition of a learning disability:________________________________________
The presence of:
• A significantly reduced ability to understand new / complex information, to learn 
new skills (impaired intelligence), with,
• A reduced ability to cope independently (impaired social functioning)
• Which started before adulthood with lasting effect on development.
 ___________________________________________ (Department of Health, 2001)
Table 2
Barriers to Good Health Care for People with Learning Disabilities:
• They may not recognise symptoms as an indicator of illness
• They may not know about the possibility of help through a doctor
• They may not report their symptoms.
• Carers may not realise the significance of symptoms or think symptoms are severe 
enough to warrant medical attention, and may not provide the support needed for 
the person to consult a doctor
• They may be unable to describe symptoms clearly to a doctor or give the answers 
that a doctor needs
• They may not understand about the need for examination, and may not cooperate.
• It may be unclear whether the problem is due to illness or some other cause
• They may be offered different treatment because of difficulty in obtaining 
consent, or because of predictions about how they would cooperate or react to 
treatment.
• Treatment intended for short-term use may not be reviewed, because carers 
request repeat prescriptions
• G.P.s may not be aware of ways in which learning disability services could help 
them provide better service.
(Simpson, 1995)
Table 3
Professionals involved in the design of the questionnaire and research:
• Clinical Psychologist
• Consultant Psychiatrist
• Health Psychologist
• CTLD Manager (Physiotherapist)
• Two GPs
• Development Manager for the PCT
• Director of Nursing
• Two Assistant Psychologists
• Trainee Clinical Psychologist (author).
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Table 4
Carers were asked to indicate one or a combination o f different ways they accessed 
the G.P. from the following options;
1. Service user visiting the G.P.
2. G.P. making a home visit
3. Carer visiting the G.P. on behalf of the service user
4. Service user phones the G.P. to obtain advice / prescription
5. Carer telephones the G.P. on behalf of the service user to obtain advice or a 
prescription
6. Other
Table 5
Definition o f challenging behaviour:
‘Culturally abnormal behaviour of such intensity, frequency or duration that the 
physical safety of the person or others is likely to be placed in serious jeopardy, or 
behaviour which is likely to seriously limit use of, or result in the person being denied 
access to, ordinary community facilities’ (Emerson, 1995).
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WHAT’S THIS ALL ABOUT?
This questionnaire has been sent to you by the Community Team because
you are the carer of a person with learning disabilities.
We would like to know about your most recent experience of seeing the GP with the 
person you care for. This does not include visits to the hospital.
Please take the time to answer this questionnaire. It might seem long but most of the 
questions require simple YES/NO answers.
BY ANSWERING THIS QUESTIONNAIRE YOU COULD PLAY AN IMPORTANT 
ROLE IN HELPING US ENSURE HIGH STANDARDS OF CARE
Information about the questionnaire
❖ This questionnaire is both anonymous and confidential; none of the information 
you give can be linked to either yourself or the person you care for.
❖ Throughout this questionnaire, the person you care for is called the ‘Service User’ 
as this identifies them as the user of the GP services.
❖ If you do not wish to answer any of the questions, please state this and continue on 
to the next question.
❖ Estimated time of completion is 30 minutes.
❖ Please note that most of the pages of this questionnaire are double-sided.
Please return the questionnaire by the 1st April in the pre-paid envelope supplied.
If you would like to find out more about this project or want assistance in completing the 
questionnaire PLEASE don’t hesitate to call' 1, Extension
, leaving a message if necessary.
Thank you for taking the  tim e to  com plete  th is  q u estio n n a ire .
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SECTIONS OF QUESTIONNAIRE
♦ Details about you and the service user
♦ Access to services :
♦ General questions about the GP’s surgery
♦ Questions about your last experience .of supporting the Service 
User to see the GP
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Details about you
Please circle the relevant category:
1. Your age:
16 -19 yrs  2 0 -2 9 y rs  3 0 -3 9 y rs  4 0 -4 9 y rs  50-59yrs 60-69yrs 70 + yrs
2. Your gender: MALE /  FEMALE
3. How would you describe your ethnicity?
Asian -  Indian 
Asian -  Pakistani 
Asian -  Bangladeshi 
Asian -  Other
Black -  Caribbean 
Black -  African 
Black - Other 
Chinese
White - Irish .
White - Other 
White -  British
Other (specify)...............
Don’t wish to comment
4. Are you a Forma! Carer (i.e. paid by an employer) or an Informal Carer (e.g. relative I 
friend) ? ' .
FORMAL / INFORMAL^
5. Do you suffer from any health problems e.g. arthritis, back problems, high blood 
pressure, diabetes, etc ?
Y E S / NO
If YES, please describe:
6. Approximately how many times a year do you visit your GP?
7. Are you registered with the same surgery as the Service User?
Y E S / N O /U N S U R E
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Details about the Service User
Please circle the relevant category: 
1. Age of service user:
16 -1 9  yrs 20 -  29 yrs 30 -  39 yrs 40 -  49 yrs 50 -59  yrs 60 -69 yrs 70 + yrs
2. Gender of service user: MALE / FEMALE
3. Ethnicity of service user:
A s ian-Ind ian  ; Black -  Caribbean W hite -Irish
Asian -  Pakistani Black -  African White - Other
Asian -  Bangladeshi . ' B lack-O ther W h ite -B ritish
Asian -  Other Chinese Other (specify)...............
Don't know Don’t wish to comment
4. Has the service user been given a diagnosis relating to their learning disability?
(E.g. Down's Syndrome, Fragile X Syndrome, etc)
YES / N O /D O N ’T KNOW 
If YES please s ta te :.....................................................................................................................
5. Does the service user have any sensory impairments? (e.g. partial sight, hard of hearing).
YES I NO / DON’T KNOW
If YES, please describe the impairment and any aids required by the Service User (e.g. 
hearing aid, etc)
6. Does the service user have a physical disability that impacts upon their ability to get around?
YES / NO I DON’T KNOW
If YES, please describe the disability and any mobility aids required by the Service User 
(e.g. wheelchair, walking stick, crutches, etc)
'167
7. Does the service user have any specific health problems ?
(eg high blood pressure, arthritis, thyroid problems, eating and drinking problems, diabetes)
YES /  NO / DON’T KNOW 
If YES please s ta te :......................................................................................................................
8. Does the service user have any diagnosed mental health problems? (e.g. schizophrenia, 
depression)
YES I NO / DON’T KNOW 
If YES please s ta te :.......  <...................................................................................
9. (a) What are the main ways in which the service user communicates? (e.g. verbal, gestural, 
sign).
(b) Please state any supplementary communication aids used (e.g. symbols)
10. Please indicate the setting that the service user lives in: (Please tick as appropriate)
Family Home 0
Residential Care 0
Nursing Home Q
Sheltered housing 0
Hospital (inpatient) 0
Independent living scheme Q  
(ie: not 24 hour care)
Other, please state.
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Please indicate who the service user lives with (Please tick as appropriate)
Alone 0
With partner 0
With family D —
With other service users D
Other (please describe):.......................................................
Below there are descriptions of four levels o f support. Please tick the appropriate box for 
the level of support that is given to the service user you care for.
(i) Intermittent support. This is support provided only during difficult times (e.g. an 
acute medical crisis) and/or through life-transitions (e.g. moving house). This support Q  
may be either high or low intensity.
(ii) Support fora specific period of time. E.g. specific courses of treatment, training 
programmes, detailed assessments, etc. □
(iii) Support on a regular, ongoing basis (e.g. daily support for more than a year). p i  
This is provided in at least one setting (e.g. support in the home and/or support at 
work, etc).
(iv) Support on a regular, continuous basis. This is provided across all settings. 
Support is intensive and potentially life-sustaining.
□
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SERVICES ACCESSED
All of the services listed below are available in the community. We are interested to know which services 
you have contacted on behalf of the service user in the past twelve months. Please place a tick (v') for 
a ‘‘yes’ or cross (x) for a ‘no’ in each box.
List of Services Accessed / o r x If S  then approximately 
how many times?
The following members from the 
Community Team for People with 
Learning Disabilities:-
Community Nurse ;
Speech & Language Therapist :
Occupational Therapist •
Physiotherapist
Clinical Psychologist
Psychiatrist
Community Support Worker .j
Dietician T
Care Manager i
G.P.
Specialist Nurse
Dentist
Optician ,
Chiropodist
Audiologist
Practice Nurse
District Nurse
Health Visitor
Counsellor
Other e.g osteopath, aromatherapist, etc.
Have you received information about or used any of the Health Promotion or screening services listed 
below on behalf of the service user? Please place a tick (^ )  for a ‘yes' or cross (x) for a ‘no’ in each box.
Type of Service Seen information? S  or x Used? s  or x |
Well Woman Clinic
Well Man Clinic
Asthma Clinic
Epilepsy Clinic
Diabetes Clinic
Cervical Screen
Testicular Screen
Healthy Eating
Immunisation
Contraception
Breast Awareness
Other:
If you have any com m ents on the services mentioned above please state:
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This section asks general questions about the GP’s practice to which the 
Service User belongs. Please circle the answers as appropriate.
1. Approximately how many times a year is the GP contacted (either over the phone or in 
person), in relation to the Service User?  ..................................  . ....................
2. What are the different ways in which the GP has been contacted in relation to the Service 
User? (Please tick all that apply)
(a) : Service User visiting the GP surgery D
(b) GP making a home visit EH
(c) • You, as the carer, visiting the GP on behalf of the Service User D
(d) Service User telephoning the GP to obtain advice or a prescription D
(e) You, as the carer, telephoning the GP on behalf of the Service User D
to obtain advice or a prescription
(f) Other, please s ta te :.................................................................. ....................................
3. Which one of the above methods of contact (from a -  f) is used most frequently?
4. Is there a particular day or time set aside for people with learning disabilities to see the 
doctor?
Y E S /N O /U N S U R E
If YES:- please state
If NO or UNSURE:-
Would you like a time set aside for people who have a learning disability to see the doctor?
Yes I No / Unsure
If Yes:- Please state a time that would suit you and the Service User, explaining why you 
chose this time: (e.g. work commitments, surgery less busy)
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r5. Is it possible for the Service User to see someone at the surgery who has experience of 
learning disabilities?
YES / NO I UNSURE
If Y E S Have you found this helpful and w h y? ......................................................................................
If NO:- Do you think this would be a good idea and why?
6. Is there information (e.g. provided by the doctor or nurse, leaflets, etc) easily available at the 
surgery about:-
(a) Support groups (e.g. local carers group, Downs Syndrome Association)
YES I NO / DON’T KNOW
(b) Particular problems or illnesses
YES I NO / DON’T KNOW
(c) Training courses, e.g. To lift someone from a wheelchair without damaging your back
YES I NO / DON’T KNOW
(d) Services available from your local Community Team?
YES / NO / DON’T KNOW
Has the Service User had a routine health care check (including blood pressure check, 
height, weight, etc) in the last 2 years?
Y E S /N O /U N S U R E
8. Is the Service User invited to have routine health care checks?
YES I NO/UNSURE
If YES:- Does the Service User take up this opportunity?
Y E S /N O /U N S U R E
If NO:- Would the Service User be more likely to have routine health care checks if they were 
invited to do so?
Y E S /N O /U N S U R E
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9. Does the Service User exhibit any particular behaviours which create difficulties when 
attending a G P’s appointment?
YES I NO I UNSURE
If YES, please d e s c rib e :...................................................................................................................
10. Is the Service User on prescription medication? Y E S / N O
IF YES, PLEASE GO ON TO QUESTION 11 
IF NO, GO STRAIGHT TO QUESTION 15 .
11. Are there ever any difficulties collecting prescription for/by the Service User?
YES / NO I Not Applicable
If YES, please co m m e n t::.................................  . ...........................................................
12. Does the Service User receive repeat prescriptions? YES / NO
13. Are there any problems when the repeat prescriptions are renewed? YES / NO
If YES, please co m m e n t::............................................................................................................. .........
14. Does the Service User have to see the doctor to get the ir medication updated?
YES / N<
15. Have you ever asked your doctor to fill in any claim forms e.g. Disability Living 
Allowance?
YES / NO / UNSUF
If YES:- please state
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All the questions in the following section relate to your most recent 
experience of supporting the Service User to see the GP. Please circle the 
answers or fill in the gaps as appropriate.
1. Approximately how long ago was your most recent experience of supporting the Service 
User to see the GP? (Please give the date or state approximately how many weeks or 
months ago)
2. During this most recent experience, did the Service User see the GP at e ithe r: 
(please tick a box and follow the instructions)
(i) the surgery [3 Go to  next section -  “ Making the appo in tm ent”
(ii) at home Q  Please con tinue  w ith  th is  section
(iii) other, please state ................................................................................................
3. Was the home visit easy to arrange? YES I NO I DON’T KNOW
4. Why was it thought that the Service User should be seen at home?
Making the appointment
1. Did the Service User ask to see the doctor? YES I NO
if NO, was the Service User asked whether they wanted to see the doctor? YES / NO
2. Were there any particular ways used to explain to the Service User why they were going to 
see the doctor? E.g. use of pictures, use of instructional video
YES / NO / Not Applicable 
Please describe :.........................................................................................................................
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'3. Did the Service User understand why they were going to see the doctor? YES I NO 
Please com m ent:................... ....................... ............................................................................
4. Did your local Community Learning Disability Team help you arrange seeing the doctor?
YES / N O /U N SUR E
If YES, was this helpful? Yes / No
5. Did you or the Service User speak to the receptionist to arrange the appointment?
(Please circle) Me / Service User / Other (please specify)...................
6. Was the receptionist helpful? YES I NO / DON’T KNOW
7. Was the Service User able to see the doctor they wanted?
YES / NO / Not Applicable 
If NO, please com m ent:.................................................................................................................
Preparing for the GP’s appointment
1. Were any of the following preparations made before seeing the GP with the 
Service User?
(a) Making a list of things to say YES I NO / Not Applicable
(b) Making notes on symptoms/illness YES I NO I Not Applicable
(c) Taking information on current medication YES / NO / Not Applicable
(d) Taking along communication aids YES I NO I Not Applicable
If Yes, please describe:....................................................................................................
(e) Other preparations (please describe).....
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2. Do you feel that any of your preparations helped within the doctor’s appointment?
YES I NO / Not Applicable 
If YES, please state w h ic h :......................................................................................................
Waiting to see the GP :
If the Service User saw the GP at the surgery -  please complete this section
If the Service User saw the GP at home -  please go to the next section on page 14, -
_____________ ._________________ “Seeing the doctor”
1. How did you and the Service User get to the surgery (e.g. by car, bus, train, etc) ?
2. Was it easy to get to the surgery? YES / NO
Please com m ent:........................................................................................................................
3. Was it easy to move around the surgery? YES / NO
Please com m ent:.................. ........................................................ .............................................
4. How long did you and the Service User wait in the surgery before seeing the doctor? 
Less than 20 mins 2 0 - 4 0  mins 4 0 - 6 0  mins More than an hour
5. a) Did you mind waiting ? YES I NO
b) Did the Service User mind waiting? YES / NO
6. Were the toilets easy to use? YES I NO / DON’T KNOW
176
7. Did you have any difficulties while waiting to see the doctor? 
If YES, please describe d ifficu lties:.................................................
YES /  NO
Seeing the doctor
1. Approximately how long were you and the Service User with the doctor? mins
2. Did you need more time with the doctor? . YES / NO
(a) If YES, were you offered more time by your doctor?
E.g. offered another appointment, appointment extended.
Yes I No
3. Did the doctor speak directly with the Service User? YES / NO
4. Please comment on any ways that the doctor could have improved their communications 
with the Service User? E.g. speaking in shorter sentences, using pictures, etc
Please comment:...................................................................................... .....................................
5. Did the doctor understand and appreciate the reason for the appointment? YES / NO
6. Was the doctor sympathetic towards the concern felt by yourself and/or the Service User?
YES / NO I Not Applicable
7. Did the doctor explain everything in a way that was easy to understand? YES / NO
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8. Did the doctor give you/ the Service User an opportunity to ask any questions?
YES I NO
9. Was there anything about this consultation that could have been improved upon?
_  YES /  NO
If YES, please describe :..................................................................... ...................................... ............
10. Could you describe the good points of the consultation with the doctor?
Examination
i D efin ition  o f exam ination: any procedure involving the body.
; E.g. Looking in the mouth, taking a blood pressure reading, examining the inner ear, full-body 
|_______ examination, internal examination etc_____________________________________________
1. Did the Service User undergo any sort of examination? YES / NO
If YES, PLEASE COMPLETE THIS SECTION.
If NO, PLEASE GO ON TO THE NEXT SECTION (page 16).
2. What type of examination did the Service User under-go?
3. Did the doctor ask the Service User if they would mind being examined ? YES / NO 
Please com m ent:......................................................................................... ........................................
178
4. Did the doctor check with the Service User whether they would like you, the carer, to 
remain present during this examination?
Y E S / NO
Please com m ent:..................................................... .............................................................
5. ; Did the doctor talk to the Service User about what they were going to do for the 
. examination?
YES / NO
6. .. Did the doctor talk to you, as a carer, about what they were going to do for the 
examination?
YES / NO
Discussion of results/diagnosis
1. - Did the doctor try to explain the results / diagnosis to the Service User?
YES I NO / Not Applicable 
Please com m ent:.................................... ..................................................................................
Did the doctor ask the Service User whether it was OK to explain the results/diagnosis to 
you, the carer?
YES / NO / Not Applicable 
Please com m ent:.......................................................................................................................
3. Did the doctor estimate how quickly the Service User would get better ?
YES / NO / NOT APPLICABLE
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4. Did the doctor prescribe any new medication? YES / NO
If YES, did either the doctor or the pharmacist explain about: -
(a) why the medication should be taken.    YES / NO
(b) when the medication should be taken   YES /  NO
(c) how much needs to be taken       YES /  NO
(d) how long it needs to be taken fo r   .YES / NO /  NOT APPLICABLE
(e) any possible side effects YES / NO
Overall experience of GP appointment
1. Overall, how satisfied were you with the Service User’s appointment with the GP? 
Very Satisfied Satisfied Dissatisfied Very Dissatisfied
2. Did the Service User exhibit any behaviours which created difficulties during this 
particular GP appointment?
YES / NO
If YES, please describe:
Your thoughts and comments
1. If you wish, please provide any other useful comments about your experiences of 
supporting the Service User to see the GP.
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2. Please provide any comments you would like to make about this questionnaire.
3. Is there anything you have been made aware of as a result of reading this questionnaire?
YES / NO
. If YES, please comment upon th is ..............................................................................................
THANK YOU VERY MUCH FOR GIVING YOUR TIME TO  
COMPLETE THIS QUESTIONNAIRE.
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Dear Sir/Madam,
R e: P r im a ry  C are  E v a lu a tio n
The enclosed questionnaire is from the ' i Community Team. The same questionnaire has been
sent to all carers of people with learning disabilities across the ' \ area.
The questionnaire is designed for carers who have recently supported a person with learning disabilities to 
see their G.P. (General Practitioner). We would like to find out about this experience so that we can ensure 
high standards of care.
We would be very grateful if you would spare the time to complete the questionnaire enclosed.
Once the questionnaire has been filled out, please return it to us in the pre-paid envelope supplied.
Please feel free to contact us if you have any questions.
)
Yours sincerely
Trainee Clinical 
Psychologist 
Surrey University
S u p erv ised  b y  D r
Assistant Psychologist Assistant Psychologist
i  CTPLD i CTPLD
w -  C o n su lta n t C lin ic a l P sy ch o lo g is t
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Dear Home Manager,
Re: S erv ice  Eva lua tion  Q ue s tion na ire
A t the beginning o f March, you should have received a number of questionnaires 
to distribute amongst your staff team. These questionnaires asked about carer’s 
experiences of supporting a person with learning disabilities to see their GP.
A lot o f these questionnaires have now been sent back to us and we’d like to say 
a B ig  T hank You! to all your staff team for taking the time to fill them out. The 
information provided will be extrem ely useful in helping us to improve services.
If your sta ff team haven’t yet had the opportunity to complete the questionnaires 
we'd greatly appreciate it they could find the time to do so. The deadline has now 
been extended to the 8th A p ril. Please return the questionnaires in the pre-paid 
envelopes that we originally supplied, to the following address:
S e rv ice  Evaluation 
im  CTPLD
If anyone would like to find out more about this project or would like assistance in 
completing these questionnaires, PLEASE do not hesitate to call 
on . Extension leaving a message if necessary.
Once again, we’d like to extend out thanks to you and your sta ff teams for all your 
time and consideration.
Yours sincerely
Trainee Clinical Psychologist Assistant Psychologist Assistant Psychologist
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Dear Home Manager,
Re: Primary Care Evaluation
The enclosed questionnaires are from the. . Community Team. They will enable us to evaluate
primary care services in the n area. These questionnaires are designed
for carers of people with learning disabilities who have supported a service user to see the GP recently. We 
would like to find out about this experience in order to improve the standard of service provided.
We have enclosed a questionnaire for each resident of your house. We would be very grateful if you could 
distribute these questionnaires to the particular members of staff who supported each resident when seeing 
their GP. However, should a staff member have supported more than one client in this capacity, they should 
not feel obliged to fill out more than one questionnaire (unless they so wish!)
Once the questionnaires have been filled out they may be returned to us in the pre-paid envelopes supplied.
Thank you very much for helping us with this project. We hope that the completion of the questionnaires wil 
not take too much staff time and please feel free to contact us if you have any questions.
Yours sincerely
Trainee Clinical 
Psychologist 
Surrey University
Supervised by Dr
. ... s i
Assistant Psychologist Assistant Psychologist
n CTPLD 4 "  * * ’ . CTPLD
\ -  Consultant Clinical Psychologist
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Our Ref:JC/der/28/01 
Your Ref:
Date: 6th June 2001
A review of Primary Care Services for People with Learning Disabilities: 
Focusing on Availability, Awareness and Experience,
The committee considered that the project constituted an evaluation of service provision 
rather than a research study, and that formal ethical approval was therefore not needed,
However, we would like to commend you on the design of the project, and the well 
thought out Patient Information Sheet.
Please submit a brief report to the committee on the outcome of your study in due course. 
Yours sincerely
Thank you for attending our Local Research Ethics Committee meeting 
on 30th May to present your'study*
Chairman, Local Research Ethics Committee
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Service Related Research Project Feedback Letter
Mrs Sheila Gould 
Trainee Clinical Psychologist 
Psychology Dept.
University of Surrey 
Guildford 
Surrey 
GU27XH
12th November 2002
Dear Sheila,
Re: Primary Healthcare Project Presentation to Learning Disability Managers 
Development Meeting -  8th October 2002.
Thank you very much for presenting a summary of your project at the Development 
Meeting and for providing copies of your overheads.
Everyone found the Presentation very informative and interesting.
Best wishes
Yours sincerely,
Clinical Psychologist
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Qualitative Research Project
The Snakes And Ladders Of Transvestism
May
2003
Please Note: Some details in this report have been changed to 
preserve the anonymity of the participants.
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INTRODUCTION
DSM-IV (American Psychiatric Association, 1994) defines ‘Transvestic Fetishism’ as 
being characterised by the following:
A Over a period of at least six months, in a heterosexual male, recurrent intense 
sexually arousing fantasies, sexual urges, or behaviours involving cross-dressing.
B. The fantasies, sexual urges, or behaviours cause clinically significant distress or 
impairment in social, occupational or other important areas of functioning.
Cross-dressing per se is not sufficient to merit a diagnosis of mental disorder (Harris, 
2001). Indeed, Docter (1988 cited in Bordan and DeRicco, 1997) suggests that the 
beginning of the person’s sexual arousal is a meaningful part of his/ her need to cross- 
dress. However, after several years, the ‘social gratification’ associated with wearing 
women’s clothing becomes the significant source of reinforcement for the male cross­
dresser.
Wysocki (1993 cited in Dzelme and Jones, 2001) describes the general phases of 
cross-dressing. In the beginning, the cross-dresser is content to see himself in 
women’s clothing. This may evoke a sense of guilt and, with the excitement also 
experienced, encourages the male to cross dress again. After continuous episodes, the 
man may develop a strong desire to go out publicly dressed as a woman. There exists 
various degrees to which transvestites wish to do this and some will remain content to 
dress in the privacy of their home.
Some research has tentatively looked at why people become and remain transvestites. 
Rowe (1997) appears to believe that transvestism is the result of interaction between 
the forces of nature and nurture (Harris 2001), and Stoller (1966, cited in Cliffe 1987) 
found that few transvestites seemed motivated to lose their transvestism, although they 
may seek to escape guilt imposed by society.
Overall there does not appear to be much literature on transvestites’ views of their 
experiences of becoming and being a transvestite. Therefore, although the aim of our 
study was to explore transvestites’ views of gender, it felt important to also document 
the personal accounts given regarding the ups and downs yet continuous journey of
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transvestism -  hence the title of this part of the study. A qualitative methodology was 
employed due to the explorative nature of this study.
There still appears to still be confusion around the term ‘transvestite’, and other names 
such as ‘t*giiT, or ‘Tranny’ may also be used to describe cross-dressers. The 
participants of this study acknowledged they were ‘transvestites’ and shall therefore 
be referred to as this, despite not necessarily adhering to the DSM-IV diagnosis.
METHOD
Participants
One transvestite was asked and agreed to participate in the research. Through 
snowballing, other potential participants were recruited. Interested participants 
contacted the researchers by email and were subsequently sent an email informing 
them about the research (Appendix 1). This also specified that the research required 
participants who were transvestites (men who dressed in women’s clothes and 
describe themselves as transvestites), not transsexuals i.e. had not had gender 
realignment surgery.
The demographics of the four participants recruited are described in the table below:
Pseudo
names
Age Ethnicity Highest
Educational
Qualification
Current
Occupation
Legal
M arital
Status
Current
Relationship
Status
Sexual
O rientation
Children?
D iane/
David
34 White
British
Degree Consultant Divorced/
Separated
Single Bisexual 0
Carol/
Carl
54 White
British
Diploma Director Divorced/
Separated
Single Bisexual 2
Howard 
/  Helen
37 White
British
GCSE/O’Level 
/  CSE
Manager Single Single Bisexual 0
Jenny/
Jim
47 White
British
Diploma Project
Manager
Married Living with 
partner
Heterosexual 2
Three participants presented at interview as ’females’. This report shall therefore refer 
to participants by their female names.
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Researchers
The researchers were four female heterosexuals, in their late 20s who had both clinical 
and interviewing experience. One researcher was familiar with transvestism through 
her social network. Three of the interviewers were White and British and one was 
White and Asian. All were in their second year of a Clinical Psychology Doctorate. At 
the beginning of the research the researchers approached the subject of transvestism 
with curiosity but had no fixed beliefs regarding the subject matter.
Interview Schedule
This was devised with the question about transvestites’ views of women in mind. The 
schedule was created through a brainstorming process enabling us to develop an array 
of topics about which we were curious to know more. This centred around ideas 
regarding transvestites’ views of womanliness. However, having discussed the ideas 
for the schedule with our (male) supervisor, he also suggested that we might want to 
also include transvestites’ views of men. Once the interview schedule was established 
it was not changed due to the rich verbal data elicited from the first interview.
Four transvestites were interviewed face-to-face about their perceptions of gender. 
The four interviews took place over a three-week period, in a variety of locations 
(own home, researcher’s home, cafe). Two researchers were present at each interview, 
one to interview and one to take process notes. Interviews began with the respondents 
reading the information sheet again and then signing a consent form (Appendix 2). A 
demographic questionnaire was then given for the interviewees to complete 
(Appendix 3). This was followed by an introduction to the study and questions asking 
the interviewee about their perceptions of men and women and influences that may 
have informed these ideas (Appendix 4). Each interview lasted between one hour and 
two and a half hours. Informal discussions also took place after the initial interview 
schedule was completed. All were audio-recorded and transcribed verbatim.
Analytic strategy
The data were analysed using interpretative phenomenological analysis (IPA). This 
qualitative approach was used because it enabled us to explore the research 
participants’ experiences from their perspective. Through the researcher’s
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interpretative engagement with the transcripts, IPA attempts to unravel meanings 
contained in the interviews (Smith, 1997, cited in Willig, 2001). A recommended 
series of steps enables the researcher to identify themes and integrate them into 
meaningful clusters, first within and then across cases (Willig, 2001). The results 
‘emerge from the analyst’s engagement with the data in the form of the participant’s 
account’ (Osborn and Smith, 1998 cited in Willig, 2001). Any understanding will 
inevitably be coloured by the conceptions that the investigators used to make sense of 
the participants accounts. Stiles (1993) therefore recommends that the investigators 
disclose their expectations for the study, preconceptions, values and orientation (See 
Appendix 5 for my perspective and those of the other group members)
The analytic process took place as follows:
Each interviewer read and reread the transcript of the interview they carried out. 
Potential themes were written on the left-hand side of the transcript -  these were 
informed by the experience of the interview itself.
The richest transcript was selected and read by each interviewer who identified 
emergent themes and organised them tentatively. These were written on the right-hand 
side of the transcript.
The interviewers met and discussed and consolidated these emergent themes. Stiles 
(1993) suggests that discussion and development of interpretations with peers means 
that one can claim ‘consensus’ (a form of validity).
This master-theme list was then used to analyse each interviewer’s own interview 
transcript. Instances of the themes were identified and new themes added if they arose 
as suggested by Murray and Chamberlain, (1999).
Each theme was defined in more detail and any interrelationships established.
The shared themes were organised to make consistent and meaningful statements that 
contributed to an account of the meaning of the participants’ experience grounded in
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their own words. Thus the analysis was organised around themes which emerged from 
the.transcripts rather than constructs predicted in advance.
The analysis of the data shall now be presented with the provision of examples, so the 
fit between the data and my interpretation/understanding of it can be seen (as 
recommended by Elliot, et al 1999).
RESULTS
Having analysed the data, the researchers found themes that emerged across 
participants’ accounts although each individual’s experience of the theme might vary. 
Following group discussions, these themes were grouped to form subdomains which 
seemed to best describe the thematic groups. Finally, after further discussion, the 
overarching domains were formed that best described both the subdomains and 
themes they contained. This can be seen in the table below;
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Domains Subdomains Themes
Perceptions of 
Gender, Biology 
and Views in 
Society
Gender Within Society Equality and Inequality a) Logical
b) Enjoyment
c) Fear
d) Roles
e) Physical
f) Sexual
g) Sexual Power
Awareness of Society
Biology, Gender and 
Sexuality
Biology and Gender 
Sexuality
Spectrum a) Gender b) Sexuality
Attributes Feminine Attributes / Personality 
Masculine Attributes a) Physical Appearance
b) Behaviour
c) Roles
d) Personality
e) Emotions
Physical Appearance Physical Appearance a) Pride
b) Creativity
c) Attractiveness
d) Preparation
Interpersonal and
Interaction
Factors
Interpersonal and 
Interaction Factors
Emotions a) Expression
b) Understanding 
Wanting to belong / Acceptance / Fitting in 
Friendships a) Difference 
b) Quality 
Being Noticed / Complimented
The Story of 
Becoming a 
Transvestite
Learning Influence of Others a) Family
b) Media
c) Friends
Curiosity
Discovery / Experimenting / Evolving
Purpose of Transvestism Confidence / Self-belief 
Opportunities as Transvestites 
Identity of Self-Continuity vs 
Compartmentalising 
The Object of Their Own Desire
Consequences of 
Transvestism
Struggle vs Coping
Vulnerability
Secrecy vs Coming Out
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ANALYSIS
This report shall focus on one domain; The Story of Becoming a Transvestite.
This domain contained three subdomains, namely; Learning, Purposes of 
Transvestism and Consequences of Transvestism. These shall be looked at in turn.
Learning
Becoming a transvestite involved a variety of learning experiences that took place 
through; Curiosity, Discovery, Experimenting and Evolving.
Curiosity
David described an initial element of curiosity;
*... .and I  was looking at these heels, and I  thought, 7 wonder i f  they’d fit me ’, 
Discovery
More about transvestism was then discovered.
Carol referred to her personal experience of trying on stockings;
*well the first thing it did to me was they ’re soft, they ’re silky they ’re very textured, 
The next thing was it gave me a little buzz in the nether regions. Umm, and I  was 
obviously starting to grow up and be aware o f my sexuality ’.
Helen found out more on an intellectual level 
7 did a lot o f research on the internet, ’
And Diane acknowledged it as a continual process;
Tts... at the moment a voyage o f discovery, so I  am moving across the spectrum i f  you 
like, ’.... 7 didn ’t know it was there and now I  am discovering it. ’
Experimentation
Carol described how she had experimented with her look;
7 went out and bought some makeup, and it was, it took a year, I  mean I  didn ’t even 
shave my beard off, it was all closeted, at home. And I  was just experimenting ’
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And there was acknowledgement that this was an ongoing process 
‘as I  say I'm experimenting
Evolving
The process of becoming a transvestite involved change in;
Physical appearance;
And then I  thought I  wonder ifI  got rid o f the beard, having carried a beardfor fifteen 
years, err I  thought I 'd  look a damn sight better with makeup, without a beard.
Confidence;
I  have got to the stage now I  can begin to understand what works and what doesn V 
work
or Identity;
Initially I  thought I  was a different person but then over... as the months go by and 
you get used to going out you go out regular and regular and you start to realise that 
you ’re still the same person..
Influence of Others
Bordan et al (1997) suggests that a secure sense of identity can only be had by 
awareness and approval both by the self and society. Our participants were all of the 
opinion that other people played a part in the learning process;
Carol described learning by observing women in general;
‘And just generally in particular i f  I  see a woman walking down the road and I  think 
she is attractive, I  then stop and say right what has she done that’s made her look so 
good '
Comments made by other people were either taken on board or rejected;
7 guess another thing that has influenced me quite a bit is other peoples comments. *
‘it was suggested that I  wore something slightly older once and that didn't suit me 
either ’
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Particular groups of people were specified as particularly influential;
a) Family
Carol talked about a sister
‘ my mum maybe but no I  think my sister. I f  I  had to pick one woman to represent 
something, my sister comes to mind '
Helen referred to parents;
T had a mum and a dad and obviously they were role models '
And the general influence of families;
‘A girl that's been brought up with a, a family o f boys... can eith '....   can sometimes
develop the male traits... and vice versa’.
b) Media
Carol suggested that the influence of media then supersedes that of family;
‘they were role models until such time as I  probably started watching television urm. 
And seeing the kind o f way the males andfemales are portrayed on TV'
c) Friends
Carol acknowledged the part that friends played in the learning process;
and I  think that that probably shaped me an awful lot. And then really beyond that 
friends and people 1 respect'.
And Jenny acknowledged the practical help they provided;
‘a goodfriend o f mine has ..advised me while shopping'
Carol acknowledged all three;
‘So I  think then those three things my parents, television and friends'.
The Consequences of Becoming a Transvestite
Consequences of becoming a transvestite appeared to fall under three main themes; 
Struggle, Vulnerability, and Secrecy vs Coming out,
198
.Qualitative Research Project
Struggle
It appeared that various aspects of becoming a transvestite were a struggle as 
suggested by David;
'It’s been an uphill struggle to some extent ’
A variety of difficulties were encountered, for example first attempts at dressing as or 
going out dressed as a transvestite;
Carol said;
‘And then the confidence to go out was really I  mean, really, dreadful, imagine 
slipping out dressed up, dressed up in high heels and what have you. Um I  wasn *t 
worried about high heels because I  knew how to walk in heels, that wasn V a problem. 
Going out and getting caught, I  might get stopped\
Respondents also talked about the difficulties of dressing as / ‘being’ a woman;
Helen said;
'it can be difficult not to fall back into the male sort o f bad habits ’
Although a variety of difficulties were experienced there was also talk about how to 
cope. For example;
Carol/Carl: 'And whenever, whenever I'm in a situation which is potentially quote
unquote threatening, I  just use attitude.
Interviewer 1: In what way? How do you?
Carol/Carl: Humour *
Vulnerability
All the respondents interviewed acknowledged the vulnerability felt when dressed as a 
transvestite and talked about occasions when either they, or others known to them felt 
or were threatened.
'....they realised what she was and the fact that they fancied her and not realised 
enraged them so they kicked the hell out o f her, beat the hell out o f her. ’
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This vulnerability was therefore often taken into consideration;
7 don’t just sort o f walk out the door just like that. I  think about what I ’m doing 
because you’ve got to take your safety into consideration. There’s a lot o f people out 
there that are not even... erm don ’t understand. ’ '
Secrecy vs Coming Out
All of the transvestites described a period of time prior to them going out in public and 
when they did so it appeared important to go to a place where there were other 
transvestites;
Helen: 6Alright, OK, the name Helen came around about 4 years ago 
Interviewer 3: Right
Helen: Erm but she’s actually been out and about... .er, for a couple o f years now ’
T need to go where other trannies go because then I  know it’s acceptable ’.
However, some participants felt they were now able to go beyond this security 
‘Many trannies will only do this at home, or in a confined environment, you know, a 
specialist club or whatever. They won’t go shopping on Oxford Street, which I  will 
do. ’
Purpose of Transvestism
Stoller (1966, cited in ClifFe, 1987) found that few transvestites seemed motivated to 
lose their transvestism, (Cliffe 1987). Indeed, in our study there appeared to be several 
reasons for becoming and remaining a transvestite. These ranged from increasing 
confidence / self-belief, having diverse opportunities, gaining an increased 
understanding of identity and being the object of their own desires.
Confidence / Self-belief
Although an element of confidence was initially needed to dress as a transvestite, the 
consequence of doing so appeared to then increase self-belief;
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Helen acknowledged this;
Interviewer 3: And the the next time, you did it, was it, was it... did you find it as easy, 
coz you’d done it once already 
Helen: Yeah, very easy
This self belief even led some of the respondents to feel they were able to do more 
than other ‘women’;
Jenny said;
I  have better legs than most girls. I  can walk in six inch heels or seven inch heels and 
not fall over into a heap.
Diane also suggested that when dressed as a transvestite she had more confidence than 
when she was not;
‘....so when I  am dressed like this in the kind o f circumstances where I  would 
normally do it I  am a lot more confident than I  probably would be i f  I  was David. *
Opportunities as Transvestites
Being a transvestite appeared to provide the respondents with an increase in 
opportunities for;
Fun when going out,
‘Very typically what happens is that i f I  want to go out and have some fun, I  go out as 
Carol''.
Expression
for me it’s very much about expression ’
‘ I  do a lot o f err, photo shoots, articles and modelling and things,'
Friendships,
7 am closer to my friends than I  ever was, I  think the friends I ’ve got, the friends I ’ve 
made as Diane and the friends I  had Ifeel have come closer to
And Freedom.
‘ as Jenny, she doesn ’t have the baggage o f life. So in a way, I  can go out as Jenny
for four or five hours, and Jenny has no history or... or problems as Jenny'.
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Identity of Self -  Continuity vs Compartmentalising
Being a transvestite provided the person with more opportunities, but did this mean 
that the male and female side portrayed were very different (compartmentalised) or 
was there a continuity of the male side into the female one? There was evidence for 
both;
Continuity;
'...as soon as I  take off all my clothes and make up and wig and everything else, and 
go back to my male self, there isn’t a transformation o f my character. '
‘She ’s the same person as David she is very little different '.
And Compartmentalisation;
7 don 't mix the two. So my male self and my female self don 't actually, the two 
communities don't, don *t ever meet. '
The Object of Their Own Desire
Harris’s (2001) book review described the author, a transvestite, in the following way; 
‘In some sense, he was both the object and subject of his own desire’. This also 
appeared to be the case for participants of our study;
Helen: ‘Yeh, I  think Helen becomes an object o f my desire. That's what I  create, an 
object o f my desire... '
Jenny agreed;
*... for me it was always a short skirt and high heels, and when I  found that I  could 
wear the short skirt and high heels, it almost then... I  didn't have to look for a woman 
to do it, because I  could do it'.
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DISCUSSION
Although the initial research aim was to explore transvestites’ views of gender, all the 
participants talked about the ups and downs of both being and becoming a transvestite.
Limitations and Value of the Study
When reading this study, individual judgements must be made regarding whether the 
themes and the organisation of them represent a coherent account and reveal new 
knowledge -  two evaluative criteria used in qualitative research (Macran et al 1999).
This study is limited in its ability to generalise to a ‘transvestite’ population, not least 
because the definition of ‘transvestite’ is a loose one. Four participants were 
interviewed and although they provided rich data one cannot generalise from their 
views/experiences. For example, the participants were male and had appeared in 
public as transvestites; therefore their experiences/views may differ from female or 
‘closet’ transvestites.
Implications for Theory and Practice
The study itself demonstrates an enormous diversity in the cross dressing population 
that needs to be recognised and where necessary, supported (Bordan et al 1997). Such 
support may involve recognising the sorts of struggles encountered and described by 
the transvestites in this study. Ways of helping them (up the ladder) include provision 
of social support.
Bordan et al (1997) suggest that a cross-dressing person recognises the need for 
positive reinforcement and seeks it most effectively via contact with other cross­
dressers. Having their own experience validated by others provides the cross-dresser 
with a basis for security and identity integration. The following quote from Helen 
acknowledges this while talking about a transvestite Club;
*.... i f  it were to suddenly stop it would put 150 trannies back in the closet probably\
Bordan et al (1997) describe adolescence as a time of change and crisis for the cross­
dresser. Erikson (1980) defines this stage of life as a time where one deals with the 
task of ‘Identity vs Identity Diffusion’. A secure sense of self identity is defined as an
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integral continuity of one’s self-definition which is shared with others and validated in 
the social context of family and community. Significant factors in the formation of a 
secure sense of identity are absent for the transvestite population because society 
neither provides occasion for, nor condones cross-dressing behaviour. Self esteem is 
directly related to self-acceptance, which is an essential element of healthy identity 
formation (Herdt, 1989 cited in Bordan et al, 1997). This study provides support for 
these links between identity, confidence (self-esteem) and influence of others.
There is a strong sense of guilt indicated throughout the research literature. However, 
this was never explicitly expressed in any of the interviews that took place -  curiosity, 
but not guilt. Perhaps this is an area for future research to explore.
To conclude then, although this research aimed to find out transvestites’ perceptions 
of women and men, much more came from the data, including the implications of 
being a transvestite and what it meant to be one. It is hoped that this study will further 
a thirst for knowledge regarding this relatively under-researched area. It is also hoped 
that future research will not just concentrate on issues of gender, as indeed this 
research first intended. Fortunately the methodology we used enabled us to also hear 
and report the stories about the ‘snakes and ladders’ of becoming and being a 
transvestite.
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Information Sheet 
Study of Gender
What is the study about?
Thank you for considering taking part in this study. We are a group of four researchers 
( ) from the University of Surrey,
currently undertaking a doctorate in Clinical Psychology. The study looks at views 
about gender. Everyone’s view is important in this research.
This study does not evaluate you as a person in any way. All the information you give 
will be confidential.
Am I eligible to join the study?
You are eligible to take part in this study if
• You are over 18 years old.
• You are fluent in English.
• You are biologically male.
• You would describe yourself as being a transvestite (rather than transsexual).
• You are not currently being treated for a psychiatric problem.
• You are willing to spend about an hour talking with one of the above researchers.
• You are willing to have the interview recorded. PLEASE NOTE this will be
destroyed once the tape has been transcribed.
What will I have to do?
This study will involve meeting with a researcher at an agreed date, time and place. 
The interview will last approximately one hour. It will be recorded, so that we have an 
accurate record of what was discussed.
Although we are trainee Clinical Psychologists, the aim of the interview is for 
research, rather than therapeutic purposes. The interview will take the form of several 
questions asking your thoughts and ideas about gender.
What happens with my answers?
All your responses are strictly confidential and will be used only for the purpose of 
this study. Once the interviews have been transcribed all identifying characteristics 
will be removed. Some of your actual words will be used in the report, as it is 
important to accurately reflect your views. It will not be possible to identify 
individuals in the report. The tapes will be wiped when the research is completed.
What happens if I decide that I want to withdraw?
You are free to withdraw from this study at any time. If you have any questions
about this research please feel free to contact on
If you would like a copy of the final report, please contact (as above).
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University of Surrey 
Guildford 
Surrey GU2 7XH 
Tel 01483 259441
PsychD in Clinical Psychology
Department of Psychology
Consent Form
Qualitative Research Project investigating perceptions of gender
I agree to participate in the research investigating perceptions of gender. I understand 
that participation will mean giving consent for the interview to be tape-recorded, 
transcribed and analysed by the research team conducting this research. I also 
understand that this information will remain confidential but will be included in an 
anonymised form in a written report and may be submitted for publication. This 
consent form will be kept separate from the information gathered during the interview 
in order to preserve anonymity.
Signature of participant: _________________________________
Name of participant (CAPITALS):
Signature of interviewer:
Name of interviewer (CAPITALS):
Date:
Thank you very much for your time and help in conducting this research.
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Background Information
To begin, I’d like to get some basic information about you (such as age, education and 
occupation). The reason that Fd like this information is so that I can show those 
people who read my research report that I managed to obtain the views of a cross 
section of people. The information that you give will never be used to identify you in 
any way because this research is entirely confidential. However, if you don’t want to 
answer some of these questions, please don’t feel that you have to.
1. How old are you [ ] years
2 How would you describe your ethnic origins? (the format of this question is 
taken from the 2001 census). Choose one section from (a) to (e) and then tick 
the appropriate category to indicate your ethnic background
(a) White
British ____
Irish ____
Any other White background, please write in below
(b) Mixed
White and Black Caribbean ____
White and Black African ____
White and Asian ____
Any other mixed background, please write in below
(c) Asian or Asian British
Indian ____
Pakistani ____
Bangladeshi ____
Any other Asian background, please write in below
(d) Black of Black British
Caribbean_______________ ____
African ____
Any other Black background, please write in below
(e) Chinese or other ethnic group
Chinese
Any other, please write below
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3. What is your highest educational qualification?
(tick the appropriate answer)
None ____
GCSE(s) / 0-levels(s)/CSE(s) ____
A-level(s) / AS-levels(s) ____
Diploma (HND, SRN, etc) ____
Degree ____
Postgraduate degree / diploma ____
4. What is your current occupation (or, if you are no longer working, what was
your last occupation?)
5. What is your current legal marital status? 
(tick the appropriate answer)
Single
Married
Divorced / separated 
Widowed
6. How would you describe your current relationship status?
Single________________________ ____
In a relationship (but not living with)____
Living with a partner ____
Other, please write below
7. How would you describe your sexual orientation?
Heterosexual ____
Gay / Homosexual______________ ____
Bisexual ____
Unsure ____
Other, please write below
8. Do you have children?
(tick the appropriate answer)
Yes ____ (go to part b)
No ____ (end o f questionnaire, thank you)
How many children do you have? [ ]
(end o f questionnaire, thank you)
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Interview Schedule
Study of transvestites and gender.
Aim: This research aims to explore male transvestites’ perceptions of 
women.
Introduction blurb:
I am a Trainee Clinical Psychologist. This means I have a psychology 
degree, have some work experience and am now on a doctorate training 
course. All of my work is supervised by qualified professionals. Just to let 
you know what to expect today, I have several questions about your views 
of gender. You can say as much or as little as you feel comfortable with. 
The whole interview should take about an hour.
I will be tape recording our discussion. This is to make sure we don’t miss 
anything in the flow of conversation. Once I have transcribed the 
interview, the tape will be wiped clean.
Everything you say will be treated as confidential information. The 
transcript will be anonymised before it is shared with the other 
researchers. The only time I would break confidentiality and share what 
you say with anyone else, is if I was concerned about your safety, or the 
safety of somebody else. In that case, I am duty bound to let someone 
know about the risk. Does that make sense?
Do you have any questions before we start?
1. When I say the word ‘woman’ what comes to mind?
2. When I say the word ‘man’ what comes to mind?
3. What are your personal views of the main differences between 
men and women?
4. What similarities do you think there are?
5. We are all subject to various messages of how men and women are 
-where do you think your ideas came from?
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6. What do you call yourself when you dress as a woman?
7. How long have you been dressing a s ............... ?
8. How would you describe................ ? For example looks, character,
behaviour?
9. What do you think has influenced this? Where do you think this 
came from?
10. We all experience various challenges and difficulties. Do you 
think there are any particular difficulties that women face, or that 
men face or do you think men and women face the same difficulties?
11. Can you describe to me your ideal woman? You may choose to 
talk about a real person, or attributes that you find appealing.
12. Can you describe to me your ideal man? You may choose to talk 
about a real person, or attributes that you find appealing.
216
.Qualitative Research Project
APPENDIX 5
217
.Qualitative Research Project
Researcher 1
I came to the research because, having had experience of transvestites in my social 
network I was curious to find out more about their identities. As a group (four women) 
we talked about some of my experiences and it appeared that we were curious to know 
more about transvestite’s views of ‘women’ -  this initially seemed to focus upon 
physical appearance. Although through my social network I had a small amount of 
knowledge about one person’s experiences, I entered the research unclear about 
transvestites in general, their experience of this label and how they differed from 
people that call themselves ‘transsexual’, ‘transgender’.
The interview schedule was devised with the question about transvestites’ views of 
women in mind. The schedule was created through a brain-storming process, enabling 
the group to develop an array of topics about which we were curious to know more. 
This centred around ideas of transvestites views of womanliness. However, having 
discussed the ideas for the schedule with our (male) supervisor, he suggested that we 
might was to include transvestites’ views of men in the interview schedule.
We also discussed finding out where transvestites’ ideas came from / how and why 
they decided to become transvestites, an area that I was keen to learn more about. 
However, we queried whether this would help us find out more about transvestites 
views of women or whether it would be engaging in a different area of curiosity. We 
did however feel that it would be appropriate to include an area of enquiry that 
explored ‘where transvestites’ views of women and men came from’.
I had observed several colleagues interview transvestites and was surprised how much 
each transvestite had to say in response to each question. However, when I undertook 
the interviewing myself I found the respondent was not so forthcoming with 
information as the previous interviewees I had observed. It felt very difficult to elicit 
responses and even prompts requesting elaboration did not appear to expand the 
knowledge already gained. Interestingly, when reflecting upon this there was the 
realisation that I had interviewed a transvestite in ‘male mode’ whereas all the other 
interviews that took place involved interviewing transvestites in their ‘female mode’. 
It therefore left me wondering whether this had made a difference and as a ‘man’ he 
was less forthcoming with his ideas.
Having had the privileged position of hearing the stories of the transvestites that were 
interviewed I am left with some uncertainties about transvestism, but the stories show 
(and I therefore have learnt), that despite their label of ‘transvestite’, this group of 
people often have very different experiences, views and values.
Researcher 2
During the process of deciding research topics I found this by far the most interesting 
suggestion -  not least because it was an area that I had little or no previous experience 
of. I have to admit a curiosity as to why transvestites dressed up. I think there was also 
a slight indignance too -  that as far as I was concerned the women I knew did not look 
like how I imagined transvestites would dress up. I wanted to find out who they were 
modelling themselves on.
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I was glad to have a fellow researcher with me during the interview -  and have to 
admit to being a little taken aback when I met the participant I was interviewing. I had 
given some thought to what I wore that day, but had gone straight from college, so any 
make-up had worn off and I was fairly casually dressed in trousers and a shirt. Carl 
was dressed as Carol, in heels, full make up and leather trousers. I instantly felt very 
short, rather scruffy and very young.
Despite any initial apprehension, as the interview progressed I felt at ease 
interviewing Carol/Carl. Although dressed as Carol -  there was never any doubt that I 
was interviewing a man. He seemed to have a great insight and understanding of 
himself, and presented himself as a man with an unusual hobby.
During the transcription and later looking over other transcripts I did learn that I still 
have a certain amount of indignance about the notion that clothing can alter gender in 
some way. I think perhaps I have more feminist perspective than I realised and 
actually feel quite angry. I suppose it boils down to the essence of what it means to be 
a woman and I’m not sure I had given this much personal thought before this research. 
For me, being a woman is much more than just appearance. Although my experience 
of the interviews was that on the whole that was not what the participants were getting 
at, it still feels that to ‘dress up’ as a girl you are in some way reducing what it means 
to be a woman down to appearance.
Again it is important to remember, I suppose, that I am a relatively well-educated 
woman. Although I’m not well-read in the area of gender, or feminism, I have been 
exposed to a number of ideas along the way. I also have a very strong sense of 
pushing against ‘traditional’ gender roles and stereotypes -  the look of surprise on my 
mother-in-law’s face when she learnt who ironed her son’s shirts is testament to that.
Researcher 3
I was the last researcher to join the group. I approached the topic with enthusiasm, as 
it seemed far removed from any of my previous experience, in both research and 
therapeutic contexts. I was keen to explore transvestites’ perceptions of women, as I 
felt that the ‘typical’ image they portrayed was not reflective of my own preferences. 
This applied to both physical appearance and behaviour.
Initially the interview schedule focussed on appearance of transvestites in female 
dress. Following discussion with our (male) research supervisor, the questions were 
widened to include perceptions of both men and women. Questions about other 
aspects of masculinity and femininity were also added. This broader schedule seemed 
to fit comfortably with the biopsychosocial model of individuals that I am familiar 
with.
During the interview with Jenny, I was very aware that I was talking with a man in 
women’s clothing. The conversation seemed to flow quite easily and Jenny was 
willing to talk very candidly about life as a transvestite, with little prompting. 
However, when I transcribed the interview, I began to feel angry about some 
comments that I heard Jenny make. This applied to statements about physical 
appearance in particular. I started to view Jenny as quite an arrogant person. I
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reflected on this with the other researchers and questioned whether I would have had 
such a strong reaction to a woman making similar comments. I can’t be sure.
Following the qualitative analysis, I was struck by the diversity within our small 
sample. I feel that our participants’ individuality has challenged my views of a 
‘typical’ transvestite. I was also surprised by how easily we agreed on themes within 
the research group. I was left with many more questions about unexplored aspects of 
our participants’ lives.
Researcher 4
I approached the research topic with a large amount of curiosity regarding 
transvestites. My thoughts were initially centred only on their physical appearance and 
how this related to their understanding of how women dress and present themselves to 
the world in terms of appearance. I hadn’t given much thought to their understanding 
of gender or sexuality. As a result the starting point for our interview schedule begun 
from physical appearance. However with greater discussion with the other researchers 
I was presented with possible aspects of identity and personality that I had not 
considered.
During the interview stage I initially found meeting Diane very intimidating. I think 
this was partly due to her bold and dramatic appearance. I also felt daunted by the 
prospect of trying to build rapport and gain an understanding of her beyond the layers 
used to disguise David’s identity. However, once the interview begun I felt very 
comfortable in Diane’s company. Despite expressing some views that as a woman I 
personally did not necessarily agree with, I did feel as if I was in discussion with 
another woman. This surprised me as in terms of appearance, Diane presented in a 
feminine way, but was clearly a transvestite and not a woman, but I did not feel 
conscious of this at the time.
My perception of Diane changes considerably when I came to transcribe the 
interview. I was clearly confronted with the voices of a female researcher interviewing 
a male about his perceptions of gender. I began to think of the interview in terms of 
David not Diane.
The analysis and interpretation stage threw out many more questions than answers for 
me. It became apparent that although sharing some views, there were such noticeable 
differences between the transvestites in our study. Despite this continuing confusion I 
was left with some sense familiarity for transvestites with a decrease in my initial 
intimidation.
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1 ABSTRACT
This study explored how mothers with mild learning disabilities coped having had 
their children removed from their care. It used Interpretative Phenomenological 
Analysis (IPA) (Smith, 1996), a qualitative methodology because it enabled the 
exploration of participants’ experiences from their perspective. The sample included 
10 mothers with learning disabilities who had a child removed at least one year ago. 
The analysis found that participant’s experiences were similar to those described in 
research literature looking at general adult birthmother loss following relinquishment 
or removal of children for adoption. Coping was looked at with reference to Lazarus 
and Folkman’s (1984) stress-coping transactional model. Five superordinate themes 
emerged, these were;
‘Motherhood’: participants’ experiences of motherhood appeared to differ from that of 
the general adult population, with challenges made to their identities, both as 
competent mothers and indeed being mothers at all. As a result of their learning 
disabilities participants felt they faced prejudice and were presumed incompetent 
regarding their abilities to parent a child.
‘Mothers’ Appraisals of the Removal’: Mothers tended not to know why their children 
were removed and felt there was little they could do about the decision.
‘Coping’: Mothers referred to a variety of coping styles to help them with their loss. 
However, difficulties included mothers not feeling able to express their emotions for 
fear of the consequences. In addition, mothers knew a limited number of people who 
could provide emotional support and were often required to seek this from services 
they associated with the removal of their child.
‘Physical and Psychological Consequences’: As a result of the loss of their children, 
participants recalled physical and psychological reactions consistent with profound 
grief such as depression and Posttraumatic Stress Disorder (PTSD).
‘Adoption’: The adoption experience varied amongst the mothers but most appeared 
to have no form of advocacy or legal representation. Mothers’ contacts with their 
children appeared to moderate effects of the loss.
‘Powerful Others’ affected all the superordinate themes listed above. For mothers with 
learning disabilities this issue appeared particularly pertinent.
Clinical implications of the findings were considered along with directions for further 
studies in this under-researched area.
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2 INTRODUCTION
2.1 Overview
There are increasing numbers of parents with learning disabilities (See Appendix 1 for 
definition) throughout the United Kingdom (Woodhouse et al., 2001). McGaw (1997 
cited in Booth, 2000) estimates that there are 250,000 parents with learning disabilities 
known to health and social services agencies. Valuing People (Department of Health, 
2001) acknowledges some of these parents are not able to meet their children’s needs 
but add this should not be the result of services not providing timely support. There is 
however, a recognised risk of these parents having their children removed (Booth, 
2004), but little research has investigated the impact of this on these parents. For 
example, how might the removal of a child affect birthmothers who biologically have 
become mothers but are suddenly restricted in their opportunities to parent their 
children? How do these experiences affect their identity as ‘mothers’? How do 
mothers cope with the experience of having their children removed and living without 
them? This study aims to explore some of these issues and think how services might 
help these women adjust to this loss. It should be noted that the experiences felt by 
other family members, especially fathers, are not negated but a conscious decision was 
made to only explore the experiences of birthmothers.
It is useful first to consider the literature that has already investigated relevant issues 
such as; experiences of motherhood and parenting for both people with and without 
learning disabilities; the effects of adoption both relinquishment and compulsory; and 
theories of loss and coping. These shall all now be looked at in turn.
2.2 Motherhood
Becoming a mother is a biological process but it is also a social transformation 
(Kitzinger, 1992). Plaza (1982 cited in Kaplan, 1992) suggests that a mother is defined 
by the services she gives to a child. Edmonds (2000) suggests being a mother is a 
valued and desirable role to have in today’s society conferring a positive self-image 
and adult status. Kitzinger (1992) argues that it is a role that is often undervalued by 
society. She does however acknowledge that within the identity of being a mother is
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the role of ‘being an adult’. She goes on to say that in most societies being a mother is 
considered to be a major transition in a woman’s role and status.
Kaplan (1992) describes how, for her, being a mother was more than a role. She wrote 
‘What I  found was that motherhood on any day was not simply a matter o f a role and 
prescription -  what should I  be doing? -  but o f a desire, a profound pull toward 
motherhood and toward my child that I  had not fully appreciated’ (p.3). Kitzinger 
(1992) also refers to a closeness that can exist between a mother and her child 
encompassing the most intense emotions ever felt about another human being. These 
feelings are consistent with attachment literature. Holmes (1993) defines attachment 
as ‘the condition in which an individual is linked emotionally with another person’. A 
full review of the attachment literature is beyond the scope of this study. However, it 
is interesting to note that the attachment literature tends to focus more on child to 
parent attachment than parent to child. Adult attachment has been acknowledged in 
transgenerational attachment literature and in particular through the development of 
the Adult Attachment Interview (Main, 1985 cited in Holmes, 1993). However, there 
is little reference to this in the learning disability literature.
Booth and Booth (1994a) suggest that motherhood, for people with learning 
disabilities, ensures a place in mainstream society and provides a strong link with 
ordinary life. Edmonds (2000) carried out a qualitative study that explored mothers 
with learning disabilities’ views of motherhood. Her research highlighted the 
importance of the role of being a mother for these people. This identity served as a 
defence against the enforced primary identity of being learning disabled. However, 
findings also indicated constant threats to this identity via reminders of inability and 
inadequacy (from other people and the mother’s own perceptions). When this threat to 
identity occurred it often resulted in withdrawal, isolation, and increased vulnerability 
to psychological distress. Those attacking the identity were rejected. Edmonds (2000) 
suggested this rejection had important implications when those rejected represented 
the very services meant to be providing support. This is consistent with the more 
general literature regarding parenting with a learning disability.
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2.3 Parenting with a learning disability
In 1994, Booth and Booth published an influential book called ‘Parenting Under 
Pressure’. Using a qualitative approach they highlighted issues faced by parents with 
learning disabilities. Booth and Booth (1994a) found that these parents recognised a 
need for additional support. This in itself is not remarkable. Parents with learning 
disabilities, like all parents, require suitable support and services to ensure the safety, 
health and well-being of themselves and their children. However, parents with 
learning disabilities often perceive statutory support as an additional stress, intrusive 
and leaving them open to scrutiny (Tymchuk, 1999). This results in them being 
suspicious about the motives and intentions of professionals and as a result, reluctant 
to seek or use help. Harris (1990, cited in Booth 2000) suggested difficulties faced by 
parents who sought support, highlighting that families sought help from the very 
professionals who had the main statutory responsibility for child protection. This is 
congruent with the findings of Edmonds (2000). Reluctance to seek support for fear of 
the consequence might also serve to explain Jackson’s (1998) findings. She found that 
‘the family’s first contact with the health and social services was at a child protection 
case conference, when something had gone tragically wrong \
People with learning disabilities are frequently regarded as ‘eternal children’ who do 
not ever mature sexually, socially or emotionally. Viewed as ‘child-like’, they are 
perceived to be dependent and therefore incapable of raising children. Such beliefs 
distort perceptions regarding the abilities of people with learning disabilities, 
particularly their potential ability as parents (McConnell and Llewellyn, 1998). Booth
(2000) suggests that a ‘presumption of incompetence’ (that is, that parents’ innate 
limitations make them unfit for parenthood) by professionals and services contributes 
towards the undermining of the parenting of people with learning disabilities. This 
‘presumption of incompetence’ has recently been highlighted by a document 
published by the Department of Health (Goodinge 2000). The report also documented 
a difference between people with learning disabilities and those with other disabilities. 
Parents with chronic/progressive illnesses or physical, sensory disabilities were 
involved with child protection issues in less than 20% of cases, this figure rose to over 
60% when a parent in the family had a learning disability.
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This presumed incompetence has been challenged by Woodhouse (1997) whose 
review concluded that parents with learning disabilities could deliver ‘good enough’ 
parenting to their children if given the right opportunities to develop and learn skills 
and if provided with appropriate support. Tymchuk (1999) also suggests there is 
substantial clinical and empirical evidence documenting that parents with learning 
disabilities can be successful when support and services are matched to their living 
environments, learning characteristics and communities. Indeed Woodhouse et al.
(2001), suggested that there is a skewed presentation of the abilities of parents with 
learning disabilities because those who cope with parenthood are rarely identified by 
the professional services.
On a more cautious note, it should be highlighted that people with Teaming 
disabilities’ are not a homogenous group; they present with varying levels of need (see 
BPS definition Appendix 1). However, a presumption of homogeneity appears to be 
common within the research literature and the effect of this upon research findings 
warrants some attention.
Social Services Inspectorate found evidence of ‘shortcomings in the assessment of the 
needs of children and their disabled parents’ (Goodinge, 2000). Indeed, Chinn (1996, 
cited in Edmonds) notes that many of the assessments of parenting which serve to 
protect children often appear to set the most competent parent up to fail. Woodhouse 
(1997) states that the right of a parent to keep their child is one that must also be 
balanced against the right of the child to receive adequate care. The difficulty here, 
though, is that there is no agreed definition of adequate care, with the legal 
interpretation being left up to individual practitioners. If a person is unable to provide 
‘adequate care’, the outcome is often that the child is removed.
2,4 The Effects of Adoption
Many different aspects of adoption have been looked at in the literature. For example, 
Neil (2000) looked at the effects adoption had on adopted children, Rosenthal, (1993) 
looked at the effects of adopting a child that has ‘special needs’, and Brodzinsky and 
Schechter (1990) looked at effects of adoption upon the triangle of people involved - 
birthparent, adoptee and adoptive parents.
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Historically, birthmothers in the general population have been neglected in the British 
adoption literature. Adoption research has tended to focus on the psychological impact 
of loss and separation on the child rather than relinquishing mother. This may be 
because there is an assumption that, having decided to relinquish a child, these women 
‘put the experience behind them’ and resume their lives (Brodzinsky and Schechter, 
1990). However, existing research suggests this assumption is unrealistic. For 
example, according to Condon (1986), the notion that maternal attachment can be 
avoided, by a brisk removal of the infant at birth and prevention of subsequent contact 
between mother and child, is strongly contradicted in research. This may be because 
many pregnant women experience an intense attachment to the unborn child. Also, 
anecdotal evidence (although often flawed with methodological problems) suggests 
that relinquishing mothers experience profound and protracted grief reactions, 
depression and an enduring preoccupation with the welfare of their child (Brodzinsky 
and Schechter, 1990).
In 1982 Rynearson carried out some research with a group of psychiatric clients who 
had relinquished children. Rynearson suggested that up to two years after 
relinquishment all the women had re-established their former non-matemal identities. 
However he goes on to say that they showed persistent internal signs of ‘repressed 
maternity’. All participants reported recurring dreams concerning the loss of the baby 
and experienced an involuntary curiosity when seeing a stranger with a baby. All 
participants were obsessed with fears of future infertility. Underlying this fear was a 
consciously acknowledged urge to become pregnant again, described as ‘an 
overdetermined need to undo the act of relinquishment’. Condon (1996 cited in 
Kavanagh, 1990) suggested that a way to short-circuit the grieving process is by 
replacing the lost person with another, however, this does not represent an adequate 
solution to the loss. 19 out of the 20 women in Rynearson’s (1982) study eventually 
married and had children, but the experience of relinquishment influenced subsequent 
mother-infant bonding. All the participants continued to experience symptoms of 
mourning at the anniversary of relinquishment. However, intensity of mourning 
responses did diminish over time.
236
Major Research Project
Wells (1993) conducted a survey of mothers who had relinquished their children for 
adoption. She received responses from 262 birthmothers. Key findings indicated over 
half of the birthmothers were not able to ‘go away and forget ’ about their relinquished 
children and thoughts about them increased rather than decreased over the years. 
Many felt they had no choice about relinquishing their child for adoption. Few knew 
about the adoption process, particularly how it would affect them later on. 
Birthmothers did not want to erase their children from their memory and all (bar nine) 
wanted basic information about their children. This was seen as the single most 
important factor that would help them cope in the years following relinquishment. The 
loss of their babies and the reported subsequent denial of the loss by professionals (as 
well as birthmothers) also led to unresolved grief. However, the findings that the 
mothers ‘denied’ the loss of their children appears to contradict the earlier statement 
that the mothers did not want to erase the children from their memories.
Almost all birthmothers in Wells’ (1993) study said they had been adversely affected 
emotionally and/or physically and that the effects were long lasting. Depression and 
anxiety were common. Almost half the sample said their physical health was affected. 
Poor self-image and self-esteem were areas of birthmothers’ lives considered to be 
most affected, followed by lack of trust and difficulties with close relationships.
De Simone (1996) suggested that social and psychological variables impede the grief 
process for women who relinquish a child for adoption. His research found that higher 
levels of grief were associated with the birth mother’s perception that others coerced 
her into relinquishment. Higher levels of grief were also associated with feelings of 
shame and guilt regarding the decision to relinquish. Grief was defined as an 
adjustment to a life event with several stages accompanied by intense feelings of loss 
sadness and longing (Faschingbauer, 1981 cited in De Simone, 1996). The effect of 
grief and loss shall now be considered in more detail.
2.5 Grief and Loss
An extensive range of characteristics is associated with normal reactions to loss, 
mourning and grief (Charlton et al., 1998). Intense sadness is a usual effect of 
bereavement, as are other depressive features such as disturbances of sleep and
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appetite (Kavanagh, 1990). However, Worden (1991) warns there may be individual 
differences, with some people experiencing more intense feelings than others. Grove 
(1992 cited in Kavanagh, 1990) also suggests there is a significant increase in the risk 
of suicide. Kavanagh, (1990) discusses both anxiety and depression models of grief 
and concludes that an application of a combined anxiety / depression model is the best 
available clinical analogy, with grief appearing as a ‘low-grade post-traumatic stress 
disorder’ (PTSD -  for definition see Appendix 2). Charlton et al. (1998) refer to PTSD 
symptoms being increasingly recognised as a component of grief. Indeed, Zisook et 
al.’s (1998) research also suggests this.
If adjustment to loss is not achieved, mourning becomes pathological (also known as 
‘unresolved grief). Unresolved grief in general results from a refusal to relinquish a 
loved object and involves a range of emotions. Boss (1999) talks about the difficulty 
experienced when a loss is ambiguous. Here the situation and not the person's psyche 
makes letting go impossible.
Brodzinsky and Schechter (1990) explain that the loss experienced by birthmothers 
who have had their children adopted, differs from that of divorce and death. Although 
all involve significant loss, the nature of the loss differs in each of these 
circumstances. The authors believe that the pervasiveness of loss in adoption, coupled 
with the diminished societal recognition and support for this loss, as well as the 
realisation that restoration of a relationship with the lost individuals is a possibility, 
combine to complicate the grieving process. Condon (1986) describes how the 
experience of relinquishment differs from bereavement, explaining that fantasies of 
possible reunion make it impossible to say goodbye with any finality. The child 
continues to exist and develop while remaining inaccessible to the family.
Boss (1999, cited in Abrams, 2001) refers to this kind of loss as ‘ambiguous loss’ and 
it occurs as a result of not knowing whether a loved person is absent or present, dead 
or alive. Boss suggests it is the most difficult kind of loss to resolve, and its effects 
can be immensely debilitating for individuals, couples, and families.
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Boss (1999) suggests that ambiguous loss may result in unresolved grief and in 
addition may also create uncertainty and ambivalence regarding roles and identity in a 
family. For example, “Am I still the parent of a child I gave up for adoption?” Such 
questions, Boss believes, can lead to anxiety, depression, and family conflict. She 
suggests that since such losses are ongoing and often unacknowledged, the usual 
rituals for mourning are unavailable. As a result, the mourning process cannot be 
completed and people may become stuck and unable to move on with their lives. 
Indeed, pathological mourning, (or unresolved grief) has been associated with the life­
long grief of relinquishing birth mothers (Millen and Roll, 1985 cited in Charlton et al. 
1998).
In coping with a loss that is definite and permanent, most people are able to complete 
the grieving process. However, rather then realising the finality of the loss the 
birthmother may continue to search until information or reunion brings some degree 
of closure to her grief experience. De Simone (1996) found a significant correlation 
between search behaviour and higher levels of unresolved grief. Interestingly though 
De Simone, (1996) also found that birth mothers who had information regarding their 
child after placement had lower levels of grief. This is consistent with Wells’ (1993) 
study where mothers wanted basic information about their children, perceiving it 
would help them cope. It therefore appears that even knowing a small amount about 
their children after relinquishment helps birthmothers cope and potentially reduces the 
effect of the loss.
A factor that frequently complicates the ability to cope with ambiguous loss is the 
additional stigma that accompanies it; for example, shame and secrecy. Thus, the 
individual and/or family become isolated at a time when they most need to rely on 
their social supports. Boss (1999) suggests that rather than just concentrating on the 
specific event, a person’s or family's unique ways of coping with ambiguity should be 
taken into account along with their own ways of making sense of it. It is therefore 
appropriate that attention is drawn to the coping literature.
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2.6 Coping
Early coping research viewed coping as a trait, that is, that it is a more stable 
personality dimension. From this perspective, an individual would be expected to 
exhibit consistent coping behaviour across changing circumstances (McKee et al.,
1997). However, Lazarus and Folkman (1984) considered coping to be a process that 
changes over time and across situations. Their concept of appraisal was essential to 
their theory of psychological stress and coping. They felt that in order to understand 
variations in coping, cognitive processes needed to be taken into account. These are 
referred to as ‘cognitive appraisals’. They reflect the relationship that takes place 
between a person with certain distinctive characteristics (commitments, values, styles 
of perceiving and thinking) and an environment whose characteristics must be 
predicted and interpreted (Lazarus and Folkman, 1984). Lazarus and Folkman (1984) 
suggest there are three kinds of cognitive appraisal: primary, secondary and 
reappraisal.
Primary appraisal consists of judging whether an encounter is irrelevant, benign- 
positive, or stressful. There are three forms of stressful encounters: i) Threat, which 
relates to anticipated harms or losses; ii) challenge, which refers to events that hold 
the possibility for mastery or gain and; iii) harm/loss which refers to damage the 
person has already sustained. Lazarus and Folkman (1984) use the loss of a loved one 
or valued person as an example of harm/loss. They add that the most damaging life 
events are those in which central and extensive commitments are lost.
Lazarus and Folkman (1984) define secondary appraisal as the evaluation of what 
might and can be done. They suggest it is a complex evaluative process that takes into 
account: which coping options are available, the likelihood a given coping option will 
accomplish what it is supposed to, and the likelihood one can apply a particular 
strategy effectively. Sandler et al. (2000) more recently referred to a concept known as 
coping efficacy. This is a global belief that one can deal with both the demands made 
and the emotions aroused by a situation.
Reappraisal refers to an appraisal changed on the basis of new information. In 
essence, Lazarus and Folkman (1984) suggest appraisal and reappraisal do not differ.
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Overall then, their theory holds that, in the face of stress, individuals appraise the 
situation to assess its personal relevance and then assess whether they can act to 
reduce the harmfulness of the stressor. The primary appraisal (what is at stake) and 
secondary appraisals (coping options) interact with each other shaping the degree of 
stress and strength and quality of the emotional reaction.
Despite acknowledging that cognitive appraisal rests on the individual’s subjective 
interpretation of a transaction and is phenomenological, Lazarus and Folkman (1984) 
attempted to study the coping process, Lazarus and his colleagues developed a ‘Ways 
of Coping’ measure, which was later revised. They made a distinction between two 
general types of coping; problem-focussed, and emotion-focussed.
Problem-focussed coping involved people doing something, (such as problem­
solving) to alter the source of their stress. It tends to predominate if people felt 
something constructive could be done. Emotion-focussed coping aims to reduce or 
manage the emotional distress that is associated with, or cued by, the situation. It is 
thought to predominate when people feel the stressor is something that must be 
endured. The individual attempts to regulate their emotional response, for example, 
through; minimising the problem, denial, escapism, self-blame, distancing. The term 
“predominate” is used above because most stressors elicit both types of coping 
(Carver et al., 1989).
Carver et al. (1989) felt that having two types of coping was too simplistic and 
developed a multidimensional coping inventory to assess a variety of ways in which 
people respond to stress. The instrument was based on the theoretical literature about 
functional coping strategies. It contained 13 conceptually distinct subscales. Five 
measured active coping; planning, suppression of competing activities, restraint 
coping and seeking of instrumental and social support. Five measured emotion- 
focussed coping; seeking emotional support, positive reinterpretation, acceptance, 
denial and turning to religion. The final three measured coping responses considered 
less useful such as; focusing on, and venting of, emotions, behavioural 
disentanglement and mental disengagement. The scale had two formats, dispositional 
and situational.
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In 1994, Endler and Parker criticised this and other coping inventories for being 
similar in their attempt to assess only emotion-focussed and problem-focussed coping. 
They criticised the psychometric properties of others’ scales and created their own, the 
Coping Inventory for Stressful Situations (CISS, Endler and Parker, 1994). They 
suggested three coping dimensions. 1) Task-oriented (similar to problem focussed), 2) 
Emotional-oriented (similar to emotion focussed) and 3) Avoidance. Avoidance 
involved activities and cognitive changes aimed at avoiding the stressful situation.
Coping mediates between antecedent stressful events and consequences such as 
anxiety, depression and psychological distress (Avero et al., 2003). Coping can 
therefore either facilitate or impede both mental and physical health (Endler and 
Parker, 1994). Research has suggested that if a situation was appraised as being 
changeable, task-oriented styles would be more adaptive (reduce anxiety and 
depression), yet emotion-oriented styles would be more adaptive if the situation was 
appraised as unchangeable (Avero et al., 2003). This appears to be consistent with the 
earlier findings suggested by Carver et al. (1989). However, Avero et al. (2003) add 
that although emotion-oriented coping aims to reduce stress, this response can actually 
increase it, producing negative outcomes such as increased anxiety and depression in 
the long term. Avoidance coping is thought to be maladaptive in the longterm for 
controllable situations, but adaptive in the short-term for uncontrollable situations 
(Avero et al., 2003). Interestingly there is no mention of affective means of coping 
with a longterm, uncontrollable situation such as when a person experiences 
ambiguous loss.
Another criticism of the literature is that the structure of the types of coping used 
could be considered merely artefacts of the types of questions asked. Leventhal (1980, 
cited in Ogden, 1996), when considering coping with illness, suggested that interviews 
be used to access coping cognitions because this methodology avoids contamination 
of data.
Brodzinsky and Schechter (1990) have suggested an application of the stress-coping 
process model to the adjustment of children who have been adopted. They present a
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schematic representation of their thoughts regarding adoption and adjustment (see 
Appendix 3). Although this model was designed to look at the stress and coping of 
children as a result of adoption, it might also be useful when considering 
birthmothers’ experiences too.
As suggested already, there are many things that can affect how a person copes with a 
stressful situation. Social support may be an additional factor, acting as a moderator of 
life stressors. This will now be considered in relation to coping with parenting stress.
2.7 Social Support
The term ‘social support’ refers to the process by which interpersonal relationships 
promote well-being and protect people from declines in health. Simons et al, (1993, 
cited in Stenfert-Kroese et al, 2002) found that social support had an indirect impact 
on parenting via its effects on psychological well-being. Social support has been 
shown to buffer positive parenting practices against the effects of poverty (Hashima 
and Amato, 1994 cited in Stenfert-Kroese et al., 2002) and it also appears to improve 
parents’ satisfaction and psychological well-being when they are under stress (Koeske 
and Koeske, 1990 cited in Stenfert-Kroese et al., 2002). Stenfert-Kroese et al. (2002) 
suggests that this research, whose participants were taken from the general population, 
is also relevant to parents with learning disabilities as they often experience conditions 
of poverty and stress.
Stenfert-Kroese et al. (2002) went on to demonstrate that psychological well-being 
(measured by the Affect Balance Scale) was positively correlated with the size of the 
mothers’ (with learning disabilities) social support network. However, they found that 
only one-third of their sample of 15 mothers had any friends at all and only 29 out of 
102 social contacts were not family. This appears to be consistent with the findings of 
Llewellyn (1995), who also found that friendships were rare amongst parents with 
learning disabilities, with eight out of ten parents having no friends. T.Booth and 
W.Booth, (1993) suggest that parents with learning disabilities face a double jeopardy. 
They are more likely to experience parenting under conditions of adversity and are 
also more susceptive to its strains. The result is an increased likelihood that their 
children are removed.
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2,8 Removal of children from parents with learning disabilities
Stenfert-Kroese et al. (2002) suggest there is a common assumption that parents with 
learning disabilities must prove their competence as parents, unsupported and in 
isolation. They go on to say that childcare proceedings are often initiated before any 
evidence for abuse or neglect exists. Indeed, courts are more likely to consider 
terminating parental custody when parents have low intelligence than when they have 
emotional disorders (Budd and Holdsworth, 1996 cited in Stenfert-Kroese, et al., 
2002) or physical disabilities (Goodinge, 2000). The almost systematic removal of 
children from the parental care of those with learning disabilities has been 
characteristic for many years (Sheerin, 1998). This appears to be the case the world 
over (Booth 2000), with parents with learning disabilities over-represented in custody 
hearings and often losing their children without evidence of child maltreatment (Glaun 
and Brown, 1999; McConnell et al, 2000 cited in Aunos and Feldman 2002).
In the United Kingdom, Booth (2004) estimates that between four and six out of every 
10 children bom into families headed by a mother and/or father with an intellectual 
disability are removed from the care of their parents, either temporarily or 
permanently, and looked after elsewhere. In a recent study looking at parents with 
learning disabilities who came into contact with the local CTLD (community team for 
people with learning disabilities), O’Hara and Martin, (2003) found that 20% of the 
children (16 out of 79) were taken into care, either for long-term fostering or adoption. 
Interestingly, they found identifying possible participants for the study was difficult 
because clinical files contained little information about previous pregnancies, 
terminations or adoptions. This denial of possible parenthood and assumption of 
incompetence perhaps reflects a societal view that people with learning disabilities 
should not have children. If the removal of children from parents with learning 
disabilities is not uncommon, what does the research say about their experience? Do 
the experiences of those who have had a child compulsorily removed differ from those 
who relinquish their children?
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2.9 Compulsory adoption
In their book ‘Still Screaming’, Charlton et al. (1998) state that despite compulsory 
adoptions constituting a major proportion of adoptions, the voice of those whose 
children were adopted against their wishes is rarely heard in the adoption arena. They 
suggest that whilst there are similarities in the psychological difficulties experienced 
by relinquishing parents, ‘the perspective o f those who do not relinquish is 
complicated by their disadvantage and marginalisation within state intervention. The 
sense o f powerlessness experienced by these parents in the legal contest is 
underpinned by the loss o f their children, and as a consequence o f their disadvantage, 
few are able to represent themselves, let alone have a collective voice about their need 
for services, or influence social policy ’ (pp.23)
Rybum (1992) reported the views and experiences of twelve families whose children 
were compulsorily removed from their care. Accounts detailed the failure of social 
workers to pay even lip service to their profession’s principles of respect and 
empowerment. The families were reported to have felt that, prior to removal, realistic 
requests for help were ignored. They also recounted instances where key decisions 
were taken without their consultation and that once decisions had been made by they 
local authority these were final. There appeared to be no scope for renegotiation, even 
in view of changing circumstances. Finally, families interviewed ultimately described 
their relationship with social services as a process leading to a complete breakdown in 
trust.
Jackson (2000) talked about the development of a post-adoption group-work service 
for non-consenting birth mothers. She reported that the group consisted of five women 
of whom, one had a physical disability and several had a degree of learning disability. 
Jackson described the main themes that preoccupied the mothers attending the group. 
The first theme was thoughts they had about their children. The mothers voiced 
feelings of loss and worry concerning whether their children were unaware of their 
existence or might have false information about them. The second theme was 
described as ‘views on professionals and on the adoption process’. Powerlessness was 
a common experience in relation to the child’s removal and adoption. This echoed 
birthmothers’ experiences both before and after the adoption. Most had vivid and
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predominantly negative memories of social workers and this tended to be generalised 
to the whole social service system. Care proceedings were universally negatively 
experienced and engendered feelings of powerlessness, confusion and public 
humiliation. The third and final theme was birthmothers’ reflections on their situation 
after adoption. All the mothers found Christmas, Mother’s Day and the child’s 
birthday a difficult time, triggering remembering and grieving. Most expressed anger 
and sadness at the lack of emotional and practical support from their partners and/or 
extended family at the time of the adoption and afterwards. Finally there was much 
ambivalence about the idea of ‘getting on with life’. Some saw it as a positive step 
but others worried that it signified putting their child behind them. However, although 
this report seemed rather qualitative in nature, no quotes were used from the group 
members themselves, nor was a particular qualitative approach specified.
So far, there appears to have only been one study that has reported solely on the 
experiences of mothers with learning disabilities whose children were compulsorily 
removed. Baum (2003) looked at mothers with learning disabilities’ experiences of 
losing custody of their child. Having interviewed 8 mothers, she found that concerns 
about parenting tended to be raised by other people rather than the mothers 
themselves. Many of the mothers did not understand the process of their children’s 
removal’ and all said that they had received inadequate support from both services and 
their families before and after their children were removed. All described feelings of 
intense loss.
2.10 Why carry out this research?
The experiences of people with learning disabilities who have had their children 
removed have remained under-researched. It is felt that due to marginalisation and 
powerlessness experienced by these people, their voices have remained unheard. It is 
therefore not surprising that even less attention has been paid to how mothers (in 
particular) cope with these experiences.
For example, W.Booth and T.Booth (1993) explored and documented the feelings 
evoked in parents during the time of a pending court case that was to decide the future 
of their three children. The interviews and narratives continued as the parents were
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told that they had lost custody of their children. The final sentence read: ‘Social 
workers have told Sarah and Geoff that they are no longer the children's mother and 
father \ However, no follow-up was given concerning how these parents then coped 
with this news.
Similarly T.Booth and W.Booth (1993) describe the case of ‘Torn and Mary’. The 
final sentence reads; ‘Neither o f them have ever been given any support to help them 
cope with the loss o f their children \ But what support would help them cope?
During their retrospective survey of parents with learning disabilities who came into 
contact with a local Community Team for People with Learning Disabilities (CTPLD) 
over a 5-year period, O’Hara and Martin, (2003) commented that there was little 
evidence in clinical files to suggest that parents who had a child terminated or adopted 
were offered any kind of therapeutic support. Woodhouse et al. (2001) acknowledge 
there is a need for clinical psychologists to address bereavement issues for parents 
whose children have been removed, but do not state how this might effectively be 
done.
The Adoption Act (1976), sought to establish a comprehensive adoption service and 
provide counselling for those with problems related to adoption. Adoption Agency 
regulations now specify that birth mothers must be offered a counselling service. The 
questions this study hopes to answer include whether such counselling is offered to 
mothers with a learning disability who have had their child removed, how it is offered 
and whether it helps the mother cope?
Boss (1999) suggests that in order for services to provide adequate support they 
should take into account a person's unique way of coping and making sense of the 
ambiguity of the loss. It is also hoped that, by looking at their narratives, more can be 
found out about how to better support mothers who have had their children removed.
2.11 Clinical Objective
This research aims to provide an insight into how health professionals might work 
effectively with mothers who have had their children removed. It is hoped that
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understanding how mothers cope might guide clinicians into providing the most 
appropriate support. Consequently, a service would be provided that effectively meets 
the needs of these mothers.
2.12 Research Objectives
This research aims to explore how mothers (with learning disabilities who have had 
their children removed) perceived the experience of having a child removed.
The research questions are as follows;
1. What were the mothers’ experiences before and after their children were removed?
2. How did mothers appraise the removal process?
3. How were the mothers affected by the removal of their children?
4. How did they cope with the removal?
5. What were the psychological outcomes of the removal experience?
6. Were the mothers offered counselling after the removal of their children?
7. What can services do to support mothers with learning disabilities who have had 
their children removed?
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3 METHODOLOGY
3.1 Design
The aim of the research was to explore what mothers with learning disabilities thought 
and felt about coping with their experience of having their children removed. An 
explorative approach appeared best due to lack of prior research in this area (Turpin et 
al, 1997). Therefore a qualitative approach was used. A qualitative design also 
seemed most appropriate due to the participants required and the sensitive nature of 
the study. IPA was used to analyse the data because it provides a systematic way of 
analysing qualitative data that aims to explore participants’ cognitions, experiences 
and meaning making (Coyle and Rafalin, 2000). The subjective nature of participant 
accounts was acknowledged alongside the influences I brought as the researcher.
3.2 Methodological Issues When Interviewing People With Learning Disabilities
3.2.1 Participation with research
In about the last 10 years, people with learning disabilities have increasingly been 
seen as reliable informants who hold valid opinions and have a right to express them 
(Stalker, 1998), rather than relying upon carers and professionals to respond on their 
behalf (Rodgers, 1999). Booth (1998) adds that researchers have been encouraged to 
rethink their approach, including informants as active participants in the research 
process. Chappell (2000) comments that there has been an increase in emancipatory 
and participatory methodologies with people with learning disabilities increasingly 
demanding inclusion in the research process. Including people with learning 
disabilities in research has proved to be empowering for them, while actively 
promoting their interests (Ward, 1997 cited in Booth, 1998).
Kieman (1999) states that research initiated by others but involving people with 
disabilities as respondents is ‘participatory’ rather than ‘emancipatory’ (for further 
discussion on differences between participatory and emancipatory designs see 
Chappell, 2000). Minkes et al. (1995) suggest that people with learning disabilities 
should be involved at each stage of the research process. This was not achieved in the
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current study but people with learning disabilities were included in the research 
process in the following ways:
1) The idea for this study was a response to the experiences of somebody with a 
learning disability
2) The study was affirmed by one of the participants, who said she had been wanting 
and waiting for a piece of research like this to happen
3) The semi-structured interview asked participants for feedback regarding questions 
asked and was modified accordingly.
4) One of the participants requested a copy of their interview transcript. This idea was 
then offered to subsequent participants and many accepted the offer.
It is interesting to note however, that as far as I am aware nobody with a learning 
disability was present within committees that gave advice on how the research should 
take place and indeed if it should take place at all (for example, ethics groups and 
research and development groups).
3.2.2 Practical Issues
Consent
Obtaining consent from people with learning disabilities can present difficulties. 
Booth and Booth (1994b) highlight that many such people may have been 
disappointed and abused in the past by people they knew and trusted (family and 
professionals). It is therefore recommended that research be introduced through a 
professional worker already known to the potential participant. The worker (who 
should be well-informed about the research) explains the research to the possible 
participants to find out whether they are willing to meet the researcher. Only after they 
have agreed are their names given to the researcher. This process of obtaining initial 
consent was used for the current study.
Acquiescence
The area of acquiescence (tendency to say yes to questions regardless of their content) 
in interviews is a problem that has been described in many articles in the learning 
disability literature. It is linked to research suggesting that people with learning 
disabilities are more suggestible to leading questions (Kebbell and Hatton, 1999 cited
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in Finlay and Lyons, 2001). Sigelman and her colleagues (Heal and Sigelman, 1995 
cited in Finlay and Lyons, 2001) demonstrated this tendency in a series of studies but 
research has since suggested that it may not be as common as previously thought (see 
Finlay and Lyons, 2001 for a review). Stalker (1999) suggests that tendency to 
acquiesce is not necessarily the result of impairment, but because other people control 
much of the lives of people with learning disabilities. However, she provides no 
evidence of research to support this.
The Use Of Semi-Structured Interviews With People With Learning Disabilities 
Atkinson (1988) highlights areas of necessity when carrying out interviews with 
people with learning disabilities. She suggests open-ended questions be used. 
Although there is the suggestion that this can yield low levels of responsiveness 
(Finlay and Lyons, 2001), this type of questioning has been successfully used in 
research (for example Booth and Booth, 1994b).
Another recommendation is that care should be taken when questioning people with a 
learning disability (Finlay and Lyons, 2001). For example vocabulary and meaning 
should be clear and simple. Questions involving time, frequency and abstract thinking 
often prove difficult and it is suggested that significant events in the participants’ lives 
be used to facilitate understanding. The current study applied this advice during 
questions that involved participants talking about the past (Finlay and Lyons, 2001). It 
also took into consideration the difficulty some participants might have when making 
comparisons. Questions were asked that referred to one particular time period (past) 
then another (present), then another (future).
Atkinson (1988) suggests that due to prior negative experiences, people with learning 
disabilities might have fears about the purpose of the research. This issue was 
particularly pertinent for the current study where several mothers expressed fears that 
a consequence of participation might be further removal of children. Indeed some 
health professionals reported that potential respondents withdrew due to this concern. 
Finlay and Lyons (2001) also highlight that questions with sensitive content may be 
prone to error and bias. This was a particular issue for the current research whose 
whole content is one that might be considered ‘sensitive’.
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Location of interview
Although Atkinson (1988) suggests that the person’s own home is a preferred setting 
for interviews due to its informality, the current study gave participants a choice of 
being interviewed at home or at an outpatient clinic. The latter was offered because it 
was felt that for some people this was a more neutral place where confidentiality could 
be maintained.
3.3 Recruitment of Participants
Prior to recruiting participants approval for the research was sought and given from a 
university and three local research ethics committees, along with their associated 
‘Research and Development’ groups (Appendix 4).
A fairly homogeneous sample of research participants was purposefully sought (Smith 
and Osborn, 2003). These were a defined group for whom the research question was 
significant (see Table 1).
The participants were recruited by the following procedure:
1) Health professionals (psychologists and members of community team for 
people with learning disabilities) were asked whether they knew any people 
who might want to participate and who fulfilled the inclusion criteria (see 
Table 1).
Table 1: Inclusion criteria
Participants were eligible to take part in the study if they were;
a) Mothers with a mild learning disability who were able to communicate verbally
b) Mothers who had a child removed from their care at least one year ago
c) Participants who had not had any face-to-face contact with their child/children 
since they were removed from their care
2) The health professional known to the potential interviewee contacted and verbally 
informed them about the research and asked if they were interested in participating.
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3) If the potential interviewee wanted to participate or to know more, then, with their 
permission, their name was given to the researcher and arrangements made to meet. 
On some occasions the health professional attended this initial meeting too.
4) The researcher met the potential interviewee and talked with them about the 
research. This often involved reading through and discussing the ‘Patient Information 
Sheet’ (See Appendix 5). Questions about the research were answered and every 
attempt made to ensure the potential interviewee understood the process. This 
included reassuring them that should they not wish to participate at any stage of the 
process, then this was their right (as recommended by Booth and Booth, 1994b and 
Arscott et al., 1998). The potential interviewee was then given some more time to 
decide (at least 2 days) before they were asked whether they consented to participating 
and interviewed.
5) On the day of interview written consent was gained for both participation and 
recording the interview (see Appendix 6). Having obtained consent, interviews took 
place.
Smith and Osbom (2003) state there is no right answer to the question of sample size 
for a study using IP A. They suggest it depends upon the richness of individual cases 
and the constraints one is operating under. IPA studies have been published with 
samples of one, four, nine and fifteen and Smith and Osbom (2003) suggest that five 
or six is a reasonable sample size for a student project using EPA. 10 participants were 
interviewed for the current study.
3.4 Participants
All the participants were white, British women. They were accessed through 
community teams for people with learning disabilities therefore were assumed to have 
a Teaming disability’. Neither IQs nor level of need (BPS, 2001) were known.
A total of 10 participants were interviewed. However, the final participant was not 
included in the study because the circumstances under which her child was removed
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significantly differed from the other nine. Her child was a teenager when they were 
removed and had been violent towards her, so she felt differently about the removal. 
IPA requires a homogenous group of participants for whom the research question is 
significant (Smith, 2003). Therefore, it was decided that this lady should not be 
included in the analysis. However, the interview was not terminated because the 
interviewer felt that having begun to hear this lady’s story, it should be completed.
At the time of the interview, nine participants were between the ages of 21-39 years. 
All were living in the community, three lived with their partners and two with carers; 
the remainder lived independently.
Children were removed between two and 17 years ago. At the time of their children’s 
removal participants were aged between 18 and 24 years. Four children were removed 
less than five years ago, three were removed between five and ten years ago and one 
was removed 17 years ago. The children’s ages ranged from one week to five years at 
the time of their removal from their mothers. See Tables 2 and 3 below. Participants 
have been given a pseudonym to preserve their anonymity.
The participants differed in how many children they had and how many were 
removed. Anna and Debbie had their first children removed but currently live with 
their latest child. Gill, Helen and Isabelle all had their first children and subsequent 
children removed too. Cathy had all three children removed at once. Emma had only 
one child and this was removed. Fran had three children and her eldest was removed. 
Finally Barbara had three children, the first she kept, the second was removed and the 
third was removed but then returned.
Six of the mothers had open adoptions (that is, they had letter contact with their 
children), two had closed adoptions (no contact with their children) and one mother 
(Isabelle) had very occasional face-to-face contact with her children because her 
relatives adopted them. This was not consistent with the inclusion criteria but 
Isabelle’s experiences were considered similar enough to other participants to warrant 
inclusion.
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Table 2: Current (At Interview) Information About Participants
Participant Current 
; Age of 
Participant
Current
accommodation
Current 
Marital Status of 
Participant
Current Details of Children
Anna 26 years Living with husband Married Child 1: Adopted
Child 2 :(1 yr old) living at home
Barbara 39 years Living on own Single Child 1: Living independently
Child 2: Adopted
Child 3: Residential home due to
disability
Cathy Unknown Family placement 
scheme
Divorced Child 1: Living with father 
Child 2: Adopted 
Child 3: Adopted
Debbie 24 years Living with husband Married Child 1: Adopted 
Child 2: Adopted 
Child 3: Living at home
Emma 21 years Living with carers Single Child 1: Adopted
Fran 26 years Living with husband Married Child 1: Adopted 
Child 2: Living at home 
Child 3: Living at home
Gill 21 years Living on own Single Child 1: Adopted 
Child 2: Adopted
Helen 34 years Living on own Single Child 1: Adopted 
Child 2: Adopted
Isabelle 24 years Living with partner Co-habiting Child 1: Adopted by aunt and uncle 
Child 2: Adopted by aunt and uncle
Table 3: Information Regarding Removal Of Child / Children
Participant Age of 
participant 
when child 
removed
Years 
since child 
was 
removed
Age of child when 
removed
Relationship 
with father 
of child 
removed
Contact with child
Anna 18 years 8 8/9 months old No contact Letter contact twice a year
Barbara 22/23 years 17 2 ? Separated No contact
Cathy Unknown Child 2: lyear 
Child 3: 6 months
Divorced Child 1: Contact 
Child 2: Letter contact 
Child 3: Letter contact
Debbie 18 years 6 Child 1: ?3 months 
Child 2: 1 week
Married Child 1: Letter contact 
Child 2: Letter contact 
Child 3: Living with 
birthparents
Emma 18 years 3 <12months No contact Letter contact twice a year
Fran 24 years 2 5 years Married Childl: No contact 
Child 2: Living with 
birthparents 
Child 3: Living with 
birthparents
Gill 18 years 3 6 months No contact Child 1: Letter contact 
Child 2: (Unknown)
Helen 24 years 10 Child 1:18 months 
Child 2: unknown
Remained
Friends
Child 1: Letter contact 
Child 2: ?letter contact
Isabelle 21 years
22 years (when 
2nd child 
removed)
2 Child 1: 9 months 
Child 2: 4 months
Partner Child 1: Adopted by aunt a 
and uncle 
Child 2: Adopted by aunt 
and uncle
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3.5 Design of a semi-structured interview schedule
Smith and Osbom (2003) recommend the use of a semi-stmctured interview as the 
best way to collect data for an 3PA study. They suggest that semi structured interviews 
enable the researcher and participant to engage in a dialogue, whereby initial 
questions can be modified in the light of the participants’ responses. It facilitates 
rapport / empathy, allows a greater flexibility of coverage and tends to produce richer 
data.
An interview schedule was thus designed (see Appendix 7) with the research 
questions in mind and the hope of gaining an insight into the participants’ perceptions 
of their experiences.
The interview schedule was created through a process of brainstorming. Ideas and 
topics that warranted exploration were considered with field supervisors. The types of 
questions used during the interview were also discussed and the decision made to use 
open questions. Prompts were added so that where participants found open questions 
difficult, more specific questions could be asked to ensure detail was captured.
The design of the interview schedule was also informed by work previously carried 
out by Wells (1994) and Baum (2003). Discussions with clinical psychologists and 
other health professionals who had worked with mothers with learning disabilities 
who had had their children removed, also provided ideas for the interview schedule.
Initial ideas centred on mothers’ experiences of coping having had a child removed. 
For example, how did they spend their days as they no longer had to look after their 
child? Did they talk about what had happened with other people? This was then 
expanded, so three time frames could be looked at in turn -  the past, present and 
future. Having discussed the ideas for the interview schedule with field supervisors, 
the decision was made to also include the story of the child’s removal. Although this 
had already been covered by previous research (Baum 2003), it felt necessary to 
include this to provide a context for what had happened. Overall the interview 
considered the experiences of the mother of losing her child, the effects this had on 
her and how she coped.
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McCarthy (1998) suggests openly acknowledging the one-sidedness of the interview 
situation. This was attempted in the current research and questions at the end of the 
interview enquired how it felt for the participant to discuss their experiences with 
someone who had not had similar experiences. Participants were also asked whether 
they had any questions they wanted to ask the researcher.
Alterations to the interview schedule occurred several times before the final draft was 
completed. The final version was piloted with a community nurse who had experience 
of working with mothers with learning disabilities who had their children removed. 
This resulted in an initial statement asking participants to ‘tell me their story5 being 
removed. This open question was felt to be too difficult and likely to be anxiety 
provoking. It was also felt that this question would be answered by the remaining 
interview schedule.
3.6 Interview procedure
Initial meetings and interviews took place over a nine-week period in locations agreed 
between the researcher and the participant.
The author carried out each interview. The interviewee client was previously asked 
whether they wanted a ‘trusted person5 (for example, family member) to be with them 
during the interview. During two out of the 10 interviews a ‘trusted person5 was 
present.
Prior to beginning the interview, participants were informed that what they said would 
be confidential. An explanation about what this meant was provided. Participants were 
made aware that should the researcher feel that the participant or other people were at 
risk then, as a duty of care, appropriate people would be informed. As an NHS 
employee this was felt to be appropriate.
Participants were interviewed face-to-face. Interviews began with respondents reading 
the information sheet again and then signing consent forms (Appendix 6). This was 
followed by an introduction to the study and questions asking the interviewee how 
they felt prior to being interviewed. If a participant had more than one child removed
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discussions took place to decide which child they wanted to talk about or if they 
wished to talk about more than one. Interviews lasted between one and two hours. 
Debriefing took place afterwards. All interviews were audiotaped and later transcribed 
verbatim.
Booth and Booth (1994b) recommend that when carrying out research involving 
sensitive issues, it is important for the researcher to have someone, bound by the rules 
of confidentiality, who can provide emotional support. The researcher took this advice 
and both sought and valued emotional support from field supervisors (clinical 
psychologists working in the NHS).
3.7 Analytic strategy
The data was analysed using IP A. This qualitative approach was used because it 
enabled the exploration of the research participants’ experiences from their 
perspective. EPA was chosen over other qualitative methods because it is concerned 
with subjective realities and because it assumes that a person’s thoughts, emotions and 
experiences can be inferred through interpretation of texts and transcripts (Holt & 
Slade, 2003).
It should be noted that there is not a prescriptive methodological procedure when 
using EPA (Smith 2003) but the following analytical strategy was used for this 
research as is similarly described by Smith (2003).
The transcripts (for sample see Appendix 8) were read and re-read by the researcher 
with the left-hand margin used to annotate significant or interesting things said by the 
respondent. The researcher then returned to the beginning of the transcript and used 
the other margin to record emerging theme titles intended to reflect the essential 
quality of what was found in the text. In doing so, a slightly higher level of abstraction 
is created enabling theoretical connections to be made within and across cases. The 
transformation of initial notes into themes was continued throughout the transcript.
Emergent themes were listed on a sheet of paper and connections between them 
observed. Some of the themes were clustered together and some of them emerged as
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superordinate concepts. References were made to transcripts from where the ideas 
came.
A table of ordered themes was then produced and clustered themes named, thus 
representing the superordinate theme. An identifier was then added to each theme, 
linking it to its original source. Themes were dropped if there was not rich evidence 
for them in the transcript, or if they did not fit in well with the emerging structure.
When looking at another transcript, divergences and convergences in the data were 
acknowledged. By remaining aware of what was previously found, the researcher was 
able to identify new and different themes in subsequent transcripts, whilst also finding 
responses that supported initial themes.
Once all the transcripts were analysed using the interpretative process, a final table of 
superordinate themes was formed (See Table 4).
3.8 Reliability and Validity
Yardley (2000) presents three principles for assessing the quality of qualitative 
research. For further clarification of this and its application to the current study please 
see Appendix 9.
3.9 Researcher reflexivitv
The goal of qualitative methodology is to ‘ground’ studies in the experience and views 
of respondents. However, even in qualitative studies, it is the researcher who 
determines the overall research questions and the researcher who gathers, analyses and 
interprets the data and draws conclusions. As researchers, our views about human 
beings and society are gained from our culture and literature (research and academic). 
Values and beliefs are shaped by prior experiences, for example with individuals or 
groups (Kieman, 1999). The aim of reflexivity is the attempt to make explicit the 
process by which material and analysis are produced. The following few paragraphs 
detail, albeit limited, an account of my own experiences, values and beliefs and how 
this study came into being.
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I am a married, white British female who does not have any children. Prior to starting 
the clinical psychology doctorate I worked with people with learning disabilities. Here 
I began to notice differences between their worlds and mine in terms of the prejudices 
they faced. This awareness was subsequently heightened when working as a trainee on 
my core learning disability placement. An initial meeting with one particular client 
caught my attention. She described how her children had been removed. Despite 
admitting to having taken drugs and this partly being the reason for the removal, she 
added that she had friends in a similar position but they had not had their children 
removed. She felt this was because she used a wheelchair and her friends did not. I 
was given the privileged position of observing my supervisor work with this lady. The 
client was able to express herself well and, having heard more detail about her 
experiences I was shocked at how she had been treated. The sessions often left me 
feeling angry about the apparent lack of respect this lady received and the prejudice 
she faced by services purporting to support her. Further discussions with my 
supervisor and other clinical psychologists working with people with learning 
disabilities led me to realise that the account I had heard from this lady was not 
unusual.
At a similar time many of my friends were either pregnant or had just given birth. 
Understandably this was a big event in their lives. This encouraged me to think about 
what it might be like to give birth to a child and to then have them taken away. I heard 
about the struggles and joys my friends encountered as new mothers and wondered 
whether people with learning disabilities were ‘allowed to’ experience such struggles.
Afraid of being too biased in my thinking I sought to look at the issue (of mothers 
with learning disabilities having their children removed) more objectively and went to 
the literature to find out more. There appeared to be a recent increase in research 
looking at issues related to people with learning disabilities parenting. However, there 
was little about what happened if their children were removed (a seemingly not 
uncommon scenario).
Throughout the research process, I have reflected upon my strong feelings regarding 
this subject area, often having discussions with supervisors and other health
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professionals to aid my thinking more objectively. However, it is my belief that there 
needs to be a greater awareness of the process of removal of children from people 
with learning disabilities and more thought regarding the consequences it might have 
for the mother as well as their child. As a clinician I feel it important to ascertain how 
these mothers might be helped to cope with such event.
Like McCarthy (1998), I too have a genuine feeling of concern for, and solidarity 
with, the women with learning disabilities with whom I work. Therefore it is not an 
attitude I felt obliged to adopt for the purposes of gaining access to the women’s lives 
in order to do the research.
Major Research Project
4 FINDINGS WITH DISCUSSION
4.1 Themes that emerged from the transcripts
Having analysed the data using IP A, themes and overarching superordinate themes 
were generated (See Table 4 below). Superordinate themes were chosen because they 
best described the themes they contained.
Table 4: Table to Show Themes And Superordinate Themes
Superordinate Themes Themes
1) Motherhood Identity
Threat To Identity
Support
Attachment
2) Appraisal Of Removal Primary Appraisal -  What happened?
Secondary Appraisal -  What can I do?
3) Coping Problem-Focussed Coping
Emotion-Focussed Coping
Maladaptive and Avoidant Coping
4) Physical and Psychological 
Consequences
Anxiety
Bereavement and PTSD
Depression
Suicide attempts
Substance Misuse
Psychosocial difficulties
5) Adoption Agreeing to Adoption
Open/ Closed Adoption
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Overall there were five superordinate themes. Each of these comprised several 
themes. Each of the themes will be explained and evidence for them provided, using 
supporting quotes from interviews. Codes are given in brackets after each quote so it 
can be traced back to its original transcript. Codes refer to the participant’s transcript, 
page, and paragraph (plus line number if applicable). Letters in brackets refer to the 
(pseudonym) initials of mothers that alluded to the theme. Although qualitative 
research by its very nature should not include numbers, the results that follow do 
include numbers. The aim of this is to demonstrate how representative the theme was 
of the whole sample or whether the theme was more idiosyncratic.
It should be noted that during analysis, Booth (1996) suggests researchers consider 
inserting words which were not actually spoken by individuals but which seem to 
reflect affective content of their speech or the accompanying gestures (cited in Stalker,
1998). However, like Stalker (1998), this idea has been rejected for the current study 
as I feel I do not have the right to put words in peoples’ mouths however honourable 
the intention to convey more accurately a person’s views or feelings.
4.2 MOTHERHOOD
This superordinate theme reflects a variety of aspects that interviewees associated 
with the role of being a mother. These included caring for, and being committed to, 
their children, bonding with them and being supported in this role by other people. 
However, the interviewees also highlighted differences they felt they faced as mothers 
with learning disabilities. The ‘Motherhood’ superordinate theme thus contains both 
interviewees’ identities as mothers but also the threats they faced to this identity.
4.2.1 Identity
This theme refers to the interviewees’ perceptions of themselves as mothers and how 
having a learning disability and the subsequent removal of their children challenged 
this identity.
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Several participants referred to the biological transition that meant they were 
somebody’s mother. Four of the participants (A,E,H,I) acknowledged their identity as 
‘birthmother’ and made specific reference to the fact that they gave birth to their child. 
Emma said;
‘because he's my son, I  gave birth to him ’ (T5p6pl)
However, Helen commented that having gone through this biological transformation 
the removal of her child left her feeling like a surrogate mother. She said;
7 feel like a surrogate mother, you know what I  mean? I ’ve gave birth, bosh, goneV 
(T8pl7pl7)
Kitzinger, (1992) suggests that transition to motherhood signifies the move from girl 
to mature woman with an adult identity. However, Debbie seemed to have had a 
different experience. She felt that despite having experienced the transition to 
motherhood, her learning disability meant she remained viewed as a child:
‘Treat me like a mum, not a child. Like an adult’ (T4pl7p24L5)
And added ‘They treat you like a child ‘cause you’ve got special needs ’ (T4pl 8pl)
It appears that Debbie’s experience was congruent with the idea that people with 
learning disabilities are frequently regarded as ‘eternal children’ who never mature 
sexually, socially or emotionally (McConnell and Llewellyn, 1998).
Six out of the nine mothers in this study were keen to demonstrate their ability to care 
for their children. Anna commented:
‘At the beginning, what I  did when I  was in hospital I  was fine with him. I  did 
everything right in the hospital ’ (Tlp7pl3)
They also referred to their commitment to their children and four of the mothers 
(A,B,C,F) gave examples of times they put their children’s needs above their own. 
Their children’s needs took priority; in fact both Clare and Fran went so far as to say: 
‘my kids are my life’ (T6pl3p21)
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finding that mothers (A, C, D, E, H) made comparisons between themselves and other 
people that were parenting. Some felt they were at least as good as others. Emma said: 
7 said to her there’s no reason to take him into foster care because I  did what another 
mum would have done \ (T5p4pl 1L6)
When making comparisons participants seemed to highlight the question ‘why are 
other people allowed to keep their children and I am not5? Debbie seemed to believe 
that this difference was the result of prejudice against people with learning disabilities 
and said:
'Normal people can have a child but disability can’t \ (T4pl9pl9)
Debbie draws our attention to the fact that not only might a mother with a learning 
disability remain a child in some people’s eyes, but also there is an inherent prejudice 
that people with learning disability should not be allowed the identity of ‘mother’, 
despite proving they are competent.
4.2.2 Threat To Identity Of ‘Competent Mother’
Edmonds (2000) found that when she interviewed mothers with learning disabilities 
that had not had their children removed, they experienced threats to their identities as 
competent mothers. These resulted both from the actions of other people but also 
themselves, acknowledging their own limitations.
In the current study some mothers acknowledged they lacked the necessary skills to be 
competent mothers. However, unlike Edmonds’ (2000) research where mothers 
attributed this to their learning disabilities, in the present study limitations were seen 
as the result of other factors such as being too inexperienced, young, a victim of 
domestic violence, and having postnatal depression. This may have been because, in 
the current study the participant’s children had been removed and so it may have been 
more difficult to acknowledge that this had been the result of their learning 
disabilities. This may have been further reinforced if the people that removed the 
participants’ children did not refer to the participants’ learning disability per se. The 
participants in Edmonds’ study may therefore have felt ‘safer’ to express the 
difficulties they faced as a mother with a learning disability parenting a child.
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Anna, Emma and Isabelle provided examples of how inexperience threatened their 
identity as competent mothers. For them, inexperience meant they lacked confidence 
as mothers. Emma said:
'Being a first time mum, I  wasn ’t sure how to pick him up ’. (T5p4p5)
Emma’s ideas about her inexperience resulted from others telling her this:
‘And, er, that’s when it all started going wrong, when she said, well you know, you’re 
quite young, you being a first time mum we don ’t think he’s safe in your hands ’. 
(T5p4pllp7)
In fact Emma later queried whether actually being young / inexperienced was a reason 
for having her identity as a mother threatened. She said:
1Because I  look at them and I ’m thinking, well hang on, they ’re younger than I  am and 
yet they still get to keep their kids and how come I  don’t and I ’m older than them’. 
(T5pl8pl9)
This appears to echo the earlier question ‘Why are other people allowed to keep their 
children and I am not?’
Interestingly, later both Anna and Isabelle said that despite having their children 
removed, they felt they would be better with babies in the future because they had 
gained experience. Isabelle said:
‘The first time around, having a baby is different to when you have like another, third 
child. You know what to do that time and what to do, you know, i t’s different. 
(T9pl6pl2)
Threat to a ‘competent mother’ identity also appeared to be reflected through the 
difficulties mothers faced with their children. Seven (B,C,DJE,F,G,I) mothers 
recollected experiencing additional parenting difficulties because of their children. 
They provided examples of their children, having a disability, refusing to feed, and 
exhibiting challenging behaviour. Fran recalled:
‘It was hard sometimes with three kids and because [child] had a disability but we 
managed’. (T6p2p6)
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And Gillian said 'Plus he was one o f those babies who didn V sleep, you know, he used 
to cry all the time. Couldn’t get him down at night, hardly got any sleep or anything. 
It was really hard. ' (T7p3p20)
Consistent with Edmonds’ (2000) findings, other people threatened the mothers’ 
‘competent mother’ identities. Five out of the nine mothers (C,D,E,F,H) made specific 
references to how other people viewed them as parents. Some mothers perceived that 
other people thought they should not have children. Debbie recalled her parents 
having this view;
*... it seems like, when I  was young, I  knew they didn 't want me to have kids or get 
married'. (T4pl8p7)
Helen also recalled: ‘Social Services wanted me to get her... aborted, and I  said no. 
Don't you tell me to get an abortion. They said, go on, go down the doctors and have 
an abortion' (T8pl8plLl-2)
Here, too, there appeared an underlying belief that the participant should not 
undertake a mothering role / identity because she had a learning disability. Helen’s 
doctor however challenged this belief. Helen went on to say:
7 said [to the doctor], they 're telling me to have an abortion and he [doctor] goes, he 
says Helen, just because you 're disabled don't mean to say you have to have an 
abortion’. (T8pl8plL4-5)
Many mothers with learning disabilities experience monitoring of their parenting and 
Edmonds (2000) referred to how this threatened their identity as competent mothers. 
In the current study all but one mother (F) referred to being critically observed by 
other people and recalled hating it. They also recollected how it affected them. Emma 
explained:
Interviewer: So you were there a couple o f months with him. OK. Being watched 
every day?
Emma: Constantly. I  wasn't keen on it.
Interviewer: How did that feel?
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Emma: Like I  was trapped. I  actually said that to her as well. I  said I  feel
trapped with you constantly watching me. But it wasn ’t just hert it was 
both her daughters they ’re watching me constantly as well. (T5p5pl8)
Interestingly none of the mothers referred to the potential benefits of monitoring. 
Emma did however acknowledge this possibility:
*... instead o f giving me negative she could have given me positive. “Oh, he’s going to 
be taken away from you no matter what you do ”, that didn’t help me ’. (T5pl0pl5L4)
This latter quote from Emma is indicative of the kind of ‘presumed incompetence’ to 
which Booth (2000) referred. It also highlights the contribution professionals and 
services have in undermining the parenting of people with learning disabilities.
The mothers in this study tried hard to explain and demonstrate the skills they 
possessed, almost as if to prove they were as competent, if not more so, than other 
parents. This was perhaps a consequence of mothers receiving messages both prior to 
and during motherhood that their innate limitations made them unfit for parenthood. 
This presumed incompetence seemed to be a societal message and one that was 
maintained by professionals. The monitoring and observations that took place seemed 
merely there to prove this.
Overall, for Debbie challenges appeared to not only affect her identity as ‘a competent 
mother’ but more fundamentally, her identity as a mother:
Interviewer: So what was lifelike when you lived with [ child 1]?
Debbie: I  wasn't her mum.
Interviewer: You wasn ’t her mum
Debbie: I  was mum sometimes. Everybody’s watching you. I  feel that now,
with [husband] coming with [child 3J. I  don ’t feel I ’m a mum. They ’re just checking 
on you. (T4p5p9-ll)
She went on to say:
T don't feel that I ’m supposed to have [child 3]. The way they watch me and the way 
they are, I  don’t feel none o f the health visitor, I  don ’t believe I ’m supposed to have 
him.' (T4p6pl2)
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In fact five of the mothers interviewed (A,C,D,G,H) expressed doubts about their 
abilities to be mothers.
4.2.3 Support
It is thought that social support can act as a buffer and moderate difficulties 
experienced during the transition to motherhood (Podkolinski, 1998). Eight out of the 
nine mothers (A,B,C,D,E,F,G,I,) referred to support (or the lack of it) they received 
when they had their child.
Anna, Cathy, Debbie, and Gill all talked about how they were disowned by their 
families and were therefore unable to draw upon family support when they had then- 
baby. Gillian recalled;
7 didn *t get nothing because my family didn ’t like him[boyfriend] * (T7p2p27)
Although some of the mothers did refer to help they received from partners and 
family, interestingly none referred to receiving help from friends. This supports 
Stenfert-Kroese et al.’s (2002) findings that mothers with learning disabilities have 
few friends from whom they can draw support.
Some mothers spoke about the practical help they received from social services, but 
two mothers (Fran and Isabelle) felt their requests were actually refused. Fran said:
7 askedfor all the equipment for her and physio and that. She was having physio but 
all the equipment I  asked for they said no. From the minute she got took into care she 
got it all ’ (T6p2pl2 )
This is consistent with Rybum’s (1992) findings where families who had their 
children compulsorily removed felt their requests for help prior to removal were 
ignored. Findings also appear to highlight the common assumption that parents must 
prove their competence unsupported and in isolation (Stenfert-Kroese et al., 2002).
Five of the mothers referred to how they ‘had to’ ask other people for help / 
permission to do things with their own child. This appeared to differ from the 
‘ambivalence regarding dependency’ (wishing to be seen as competent yet
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acknowledging difficulties) theme expressed by mothers in Edmonds’ (2000) study. 
Instead, some mothers in the current study perceived ‘asking others’ as a requirement 
that took place for fear their child would be removed. Debbie explains:
‘And with [professional] I  can’t do anything right anyway. I  had to ask i f  I  done it 
right. I  had to phone if  I'm  doing it right, 1 had to ask people. The way they watch 
me, I  had to ask, make sure it’s right before they come. I  had to do it ’ (T4pl9p9L2)
Debbie also described a fear she felt, where asking for help might result in the 
removal of her child:
T didn V told anybody because I  was frightened I  was going to lose her ’ (T4p23pl 8) 
She, along with Cathy and Emma, went on to say how their requests for help seemed 
to result in her child being removed. This affirms findings in the literature (e.g. Harris, 
1990 cited in Booth, 2000) that families at times of difficulty turn to the very 
professionals who have the main statutory responsibility for child protection.
Anna and Emma referred to support they received which they believed was unhelpful. 
Rather than helping the mother, the support offered appeared to simply take over the 
parenting role. For example, when Anna was asked whether she received any support 
or help from anyone she said:
‘No. They basically took over from me as soon as I  took him into the residential 
home. They basically took over, I  didn’t have much to do with him ’ (Tlp3p5)
This could also be considered as a threat to the identity of competent mother. If others 
take over the parenting role, the mother is given a clear message that others are more 
competent than her.
One of the aspects of competent parenting is the attachment between the mother and 
child. This then leads to the final theme.
4.2.4 Attachment
As a result of others taking over Anna went on to say how this affected her contact 
with her child:
‘ When they took over all the time I  just didn ’t stay in with him much * (Tlp5p21)
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In fact, 6 out of the 9 mothers referred to a reduction in attachment. Emma actually 
recalled how she felt bonding with her child was affected when other took over.
7  didn *t really have a chance o f bonding with him that well because they were all 
taking turns o f taking him away, bathing him, feeding him, changing him, putting him 
in their cots, which I  was dead against, but they done it anyway' (T5p2p24)
Throughout this superordinate theme of ‘Motherhood’ there appears to be a strong 
influential force of ‘Other’. This shall be referred to as ‘Powerful Other’, thus 
exemplifying the power differential that seemed to exist between mothers with a 
learning disability and other non-leaming-disabled people. This powerful other had 
the ability to challenge the mothers’ identity both as a ‘competent mother’ and even 
her identity as a mother. There appeared little room for negotiation as demonstrated in 
Emma’s last comment. Emma said she wanted to care for her child yet, against her 
will, others took over. The effect of the ‘powerful other’ was so great that it prevented 
bonding; a phenomenon that Kitzinger (1992) believes involves the most intense 
emotions that we can ever feel about another human being.
The superordinate theme ‘Motherhood’ therefore encapsulates the numerous 
challenges participants experienced within this period of transition. As mothers, they 
tried to withhold this identity and prove their competencies, often doing so under 
conditions of perceived prejudice and little support. What then happened when they 
were threatened with the removal of their child?
4.3 MOTHERS’ APPRAISALS OF REMOVAL
This superordinate theme reflects how the mothers appraised the threat of the removal 
of their children. It acknowledges the cognitive processes that occurred between the 
encounter and the reaction. First the mothers appeared to appraise what happened 
(primary appraisal) and then they considered what they could do about it (secondary 
appraisal).
4.3.1 Primary Appraisal -  what happened?
Lazarus and Folkman (1984) refer to ‘primary appraisal’ as people’s perceptions of 
what has happened. These can be construed as irrelevant, benign-positive or stressful.
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All nine mothers talked about events that occurred prior to the removal of their 
children. Some of these events were appraised as irrelevant (as far as they were 
concerned) and some events were appraised as stressful that is the mothers were aware 
of the threat of possible removal of their children.
Six (A,B,D,E,G,H) 0f  |ke mothers referred to specific events they considered were 
accidents. They felt such accidents were misconstrued by social services as them 
harming their child. Debbie explained;
'She screams, so a lot. I  took her with me, put her on a box, a sitting box with a 
child's seat. I  put her there, went to the toilet and she failed and smack herself on the 
floor. The next day she had a bruise then took her to the hospital'. (T4p4pl4L4)
Several mothers commented that they did not understand why their child was 
removed, believing they had done nothing wrong. Events, in their eyes, were 
appraised as irrelevant. However, the involvement of other people seemed to result in 
stressful appraisals of events. The event now held the additional threat that the mother 
might lose her child. Debbie continued:
'and then the police came, thought I  smacked my own child. They thought they seen a 
smack mark on her face ' (T4p3pl5L5)
Indeed, Debbie went on to talk about how there had been no proof that she had 
harmed her child, yet her children were still removed. Anna, Barbara, Gillian and 
Helen all said they remained confused about the reasons why their children were 
removed. Helen recalled:
Helen:4But there's a lot o f people say now that they shouldn't never have took him o ff 
o f me.
Interviewer: But they did the second time because o f that eczema.
Helen: They said that I  bruised his face. I  don't know really why he was taken away. 
They put him on physical neglect and physical abuse ’ (T8p6p2-4)
In fact, several mothers felt they had acted in their child’s best interests and yet this 
resulted in them being removed. Interestingly, only two mothers (Cathy and Debbie)
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directly spoke about the removal of their children being related to their learning 
disability.
Eight out of the nine mothers believed that the decision for them not to keep their 
child was a foregone conclusion. Their appraisals of their experiences were 
acknowledged as stressful with the very real threat of their children being removed. 
They talked about experiences they had that led them to believe that events were ‘a 
set-up’, Anna said:
‘They told me before he had even come out that I  wasn *t going to be keeping him 
(Tlp3pl5)
Once again this is in keeping with the notion of ‘presumed incompetence’ suggested 
by Booth (2000). It is also consistent with Rybum’s (1992) findings, that once 
decisions were made they were final. There was little room for negotiation.
Alongside this, mothers commented how they were not given a chance and only 
negative factors were looked for. This concurs with T.Booth and W.Booth’s (1993) 
suggestion that as a result of ‘outside support’, families can become suspicious of the 
intentions and motives of professionals. Emma and Helen even referred to services as 
‘getting what they wanted’ and recalled how they felt professionals actually took 
pleasure in removing their children. Helen recalled:
1because all they wanted is the child. They got the child, they don ’t care about the 
parent* (T8pl2pl2).
Later she said: ‘Because the day that [child] was taken away [Social Worker] 
laughed. Right in the Court, he laughed at me ’ (T8pl7pl2L5)
4.3.2 Secondary Appraisal -  What can I do?
This refers to the mothers’ evaluations of what they could do about the decision for 
their child to be removed.
Fight
There appeared to be limited options available to the mothers regarding the removal of 
their children and little room for negotiation. Some mothers talked about how they
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attempted to prevent the removal from happening. Five of the mothers (A,CJ)JE,H) 
talked explicitly about how they fought to keep their children. Anna said:
‘I've got a load o f paperwork at the office as well to prove that I  fighted fo r him' 
(Tlp4p5)
Helen recalled a struggle that took place between her and social services whom she 
described as wanting to remove her child. Emma advised others to do likewise:
‘Fight for him or her. Don't give up that easily otherwise you'll regret it like I  do ' 
(T5p20pl4)
Cathy and Gillian talked about how they enlisted the help of other ‘powerful others’ to 
assist them in their attempt to keep their children:
‘They were going to remove her [child 2] o ff me because o f what happened with 
[child 1] and urn, then I  got a solicitor and a Social Worker and that, on my side, and 
they stopped that from happening ’. (T7pl lpl4)
It seems interesting to note that the only time a mother talked about winning the fight 
for her child, was when she received help from ‘powerful others’. This outcome may 
have resulted from a redress in the imbalance of power. Emma highlighted this power 
imbalance when explaining her unsuccessful attempt to keep her child:
‘And then [name], who was [child]'s Social worker was agreeing with her and then 
[name] who was my Social Worker, she was agreeing with them as well. Her [foster 
mother] daughters were agreeing as well. So I  had all them against me when I  had 
done nothing wrong to him, but they were saying, well i f  you decide to keep him we 
will take him away anyway so really I  fe lt like I  wasn't being given a chance'. 
(T5p7p7L3)
Reluctant Acceptance - Saving goodbye
Seven of the nine mothers reflected upon the circumstances under which they said 
goodbye to their child when they were first removed. Some were given this 
opportunity others were not. Fran recalled how she had no warning that her child 
would be removed;
Interviewer: ‘How did you first find  out that [ child] wasn't going to be living with
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you any more?
Fran: When she didn ’t come home in a taxi from school. They took her from
school and they wasn’t supposed to do that without asking my 
permission,... ’ (T6p2pl7)
All nine mothers recalled feeling that other people made the decisions and they had no 
choice. Examples of other people making decisions (particularly social services) 
included:
• amount of contact with child (F,G, H),
• where the mother lived (A,D,E),
• contact with father (CJE),
• adoption of the child (B,E),
• the type of adoption /contact (C/D)
• children deciding whether to see their birthmother again (B,C,D,E,F).
Emma recalled:
‘and all o f a sudden they were making my decisions for me ’ (T5p7plL4).
Once again, the findings of the current study are consistent with those of Rybum 
(1992), where participants also recounted instances where key decisions were taken 
without their consultation.
The lack of control over decision-making may have led mothers to experience a sense 
of helplessness concerning what they could do. Indeed, several mothers referred to the 
helplessness they experienced knowing their child was being removed. Barbara said: 
‘/  didn’t do anything with my time ’ (T2p6pl4)
Emma recalled: fo r days I  didn ’t do anything. I  just sat in my room’ (T5p9pl3L2)
The feeling of powerlessness both before and after adoption is congruent with 
Jackson’s study (2000). It is also interesting to note the example provided by Lazarus 
and Folkman, (1984) when discussing their concept of secondary appraisal. They 
described what would happen if a person were unable to deal with a demand, saying 
that ‘if loss cannot be overcome or prevented, stress levels would be high’. They 
added that if the person had a high stake in the outcome, helplessness would be
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potentially devastating. This appeared to be mirrored in the current study with mothers 
perceiving their loss as unpreventable. According to the theory subsequent high stress 
levels and the mothers’ high stake in the outcome (the loss of her child) meant 
helplessness was potentially devastating.
The superordinate theme ‘Mothers’ Appraisal Of Removal’ therefore demonstrated 
that many of the mothers believed there was nothing they could do about the removal 
of their children, because it was a foregone conclusion. How then did they cope once 
their child was removed?
4.4 COPING
All the mothers were asked how they coped with the removal of their children. This 
superordinate theme of ‘Coping’ encompasses the variety of coping styles to which 
the mothers referred. Interestingly, having asked the participants a general question 
about how they coped (rather than eliciting whether they carried out specific coping 
styles), their responses fell into several, but not all, types % of coping proposed by 
Carver et al. (1989). As a result it seemed appropriate to use the types of coping 
specified by Carver et al. (1989) to explain the superordinate theme o f‘coping’.
4.4.1 Problem-Focussed Coping
Interestingly, none of the mothers appeared to use this problem-solving approach to 
reduce their stress. This may not be surprising as the mothers’ appraisals indicated 
they felt there was little they could do to prevent their children from being removed. 
The literature suggests problem-focussed coping tends to dominate only if people feel 
that something constructive can be done (Carver et al., 1989).
4.4.2 Emotion-Focussed Coping
Emotion-focussed coping aims to reduce or manage emotional distress. Literature 
suggests that this type of coping tends to predominate when people feel that the 
stressor was something that must be endured. The only types of emotional-focussed 
coping referred to by mothers in this study were positive reinterpretation and seeking 
social support for emotional reasons.
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Positive reinterpretation
Some of the mothers reinterpreted the loss of their child by suggesting that their child 
may have been better off living with somebody else. However, this appeared to only 
be mentioned by mothers who had contact with their children and even then it was 
done with some ambivalence. For example, Anna talked about the benefits her child 
had from being with adoptive parents (she was aware he had lots of friends and toys). 
However, having said this, she added that she still felt she should be looking after her 
child.
Seeking social support for emotional reasons
Only Anna and Gillian reported requesting this support (sympathy and understanding) 
after their children were removed and they sought it from family. Other mothers 
appeared reluctant to seek support from family and friends. This was perhaps due to 
reactions they got from these people when their children were first removed. Some 
reported being ignored; others’ families were upset and some referred to reactions 
from their local community. Isabelle said:
‘..no one wanted to know me, gossip started. I  had stuff thrown at my windows'. 
(T9p8p2)
With such a response, to whom could they turn for support?
Gillian said she had been too scared to ask for professional help, a similar response to 
Debbie’s earlier comment regarding seeking help prior to her child’s removal. Isabelle 
actually felt that her learning disability prevented her from accessing social support.
Interviewer : Do you think it would have been helpful to have had somebody to talk
to?
Isabelle: It would have been, but at the time I  didn ft feel that no one would be
interested, you know, ‘cause I've got learning disability. I  thought 
everybody would call me a freak, you know, something horrible, ‘cause 
I'm very self-conscious. Even ifI  walk down the road I  think people will 
look at me.
Interviewer Gosh, just because you have a learning disability?
Isabelle: Yeah. That's the way Ifeel. (T9pl lp!7)
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There was a general absence of mothers seeking professional help. This may have 
been because, as alluded to earlier by Fran and Isabelle, previous attempts to ask 
professionals for help were unsuccessful. In addition, Cathy, Debbie and Emily had 
felt that requests for help had actually resulted in the removal of their children.
The dearth of mothers seeking help may also have been because they had already been 
offered it. However, when asked if they received any help from professionals 
following their children’s removal, eight out of the nine mothers (B,C,D,E,F,G,H,I) 
said they had not. Many felt ignored. In fact several mothers added that they felt 
professionals only considered the children’s welfare and not the birthmother’s. Emma 
said:
‘But they don’t offer you help afterwards. I  went back to an empty flat. They don't 
come round to see i f  you're OK. As long as the children are OK, you don *t get help. 
Nobody came, nobody saw me* (T5pl5pl)
This apparent denial of loss by professionals was also found in Wells’ (1993) study.
However, although the vast majority of mothers said they felt ignored by 
professionals, they also recalled help they were offered. This apparent contradiction of 
being offered help, yet feeling ignored, may have been help was not immediately 
offered but was at a later date. An alternative explanation for the discrepancy may be 
because mothers were offered help but did not find it beneficial. Helen said:
‘there wasn't too many people qualified to understand really what we was going 
through. They thought they did but they didn't but that's why I  never had the 
counselling because they were all rubbish. They said that I  would just get over it' 
(T8pl8p9L4)
Anna and Isabelle also talked about declining the offer of emotional support. This may 
be partly explained by the confusion mothers felt regarding how and by whom the 
emotional support was being provided. Some referred to a psychiatrist and another a 
social worker. Interestingly only Barbara made a reference to psychological help and 
said that she would have liked it at the time.
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Five mothers talked about their views of counselling. Anna, Cathy and Debbie 
referred to a lack of trust. Cathy talked about a seeming lack of confidentiality:
No, they didn V tell me that. Everything got reported back. Everything. Everything I  
told the psychiatrist got reported back. I  didn't know that. So i f  I  was having a really 
bad day, I  would say something and it gets reported back ’ (T3p3 lp6)
This is consistent with Rybum (1992) who found that families described their 
relationships with social services as a process leading to a complete breakdown in 
trust.
Once again, professionals were viewed as having a dual role, both supporting the 
mothers yet also responsible for removing their children. This meant mothers were left 
with few people from which to gain emotional support. Although mothers mostly 
distrusted social workers, their limited understanding of professional roles meant most 
professionals were considered untrustworthy. Indeed, six mothers (B,C,D,E,H,I) 
referred to disbelieving and not trusting what other people said. Cathy described her 
distrust of professionals, particularly social workers:
‘..they got so many hidden ways, Social Services, they are so amazing. They could 
befriend you and then stab you in the back five minutes afterwards. They act as your 
best pal and your best buddies, but they are not really. They are sussing you out, 
watching you ’ (T3p37pl2)
Cathy’s comments appear to confirm T.Booth and W.Booth’s (1993) suggestion, that 
the additional stress and scrutiny created by outside support may make families 
become suspicious of the motives and intentions of professionals. This might in turn 
lead to a reluctance to seek or use help.
However, some mothers did suggest alternative strategies for accessing emotional 
support. Isabelle suggested a drop-in centre where people could go for advice, but 
specified it should not be associated with social services. Others referred to how a 
support group of mothers that have had similar experience might help, but once again 
Cathy warned:
Nothing to do with Social Services, nothing to do with them. I f  it was maybe rim by 
someone who’s had their children taken away ... but not still with Social Services
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because you just won’t go. You won 't go to those groups ' (T3p3 8p4)
The type of services suggested and desired by mothers in the current study appear to 
echo the findings of Mason and Selman, (1996 cited in Charlton et al., 1998). They 
revealed that parents who were compulsorily separated from their children responded 
well to counselling where the approach was independent, non-judgemental, and 
empathic. They also referred to using venues that were in no way linked to social 
services departments.
4.4.3 Maladaptive and Avoidant coping
This kind of coping, although labelled ‘maladaptive’, for some may prove adaptive. 
The current study earlier revealed that mothers felt their situations were 
uncontrollable. Avero et al. (2003) suggest that avoidance coping can be adaptive, in 
the short-term, for uncontrollable situations. However, they make no comment on its 
long-term use.
Maladaptive coping includes focussing on and venting emotions, behavioural 
disentanglement and mental disengagement (Carver et al., 1989).
Focusing on and venting emotions
All the participants described the emotional effects they had as a result of their 
children being removed. These included sadness, anger and fear. Debbie recalled:
7found it hard. Um, crying, go out a lot, shout at (husband) ' (T4pl3p24)
Carver et al. (1989) suggests that such a response may sometimes be functional. For 
example a person may use a period of mourning to accommodate the loss of a loved 
one before moving forward. However, many of these emotions remained with the 
mothers. Isabelle talked about the anger she took out on other people and that it has 
remained with her:
7 hated everybody that came near me. That's why sometimes I  took it out on poor old 
(nurse). I  don't mean to take it out on her, but it's just the anger I've got and I've still 
got the anger' (T9p7pl2)
Such emotions can impede adjustment (Carver et al., 1989).
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Behavioural disengagement
Behavioural disengagement is reflected in phenomena that are identified with terms 
such as helplessness (Carver et al., 1989).
Anna, Debbie, Emma and Helen were all of the opinion that nothing could help with 
the emotions they felt as a consequence of their children being removed. When asked 
directly whether anything could help both Helen and Emma responded saying they 
didn’t think anything could. Interestingly all four mothers also used mental 
disengagement to cope.
Mental disengagement
Carver et al. (1989) suggest that mental disengagement includes strategies such as 
using alternative activities to take one’s mind off a problem, daydreaming, or escaping 
through sleep.
All participants except Emma talked about ways they blocked out thoughts and 
emotions in an attempt not to think about their child. Mothers described trying not to 
think about what happened and ‘just got on with life’, seemingly by distracting 
themselves. Helen said:
‘ Um, you just get on with it as much as you can and you block it or I  block it, that's all 
I  do. (T8pl5p5)
Five mothers referred to drugs (smoking, alcohol, and ‘Speed’) they used to prevent 
themselves thinking about their experiences and block out their feelings. Helen, 
having said she took ‘Speed’ was asked:
Interviewer: ‘.... What did you find? How come you turned to drugs? What was
your...
Helen: Who me? I  don 7 know it was just, I  don ’t know, just to handle it I
suppose.
Interviewer: Right, it helped you handle it.
Helen: Because it takes the pain away ’ (T8p8pl2)
Interestingly, despite mothers blocking their thoughts, they also said they ‘continually’
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thought about their children. Emma said:
Eve never ever not thought about him. I've always thought about him. Even i f  Em 
too busy doing something else, I  still actually think I  wish I  could have [child] here. 
When I  was in the town ... I  er, said to [my sister] well just think i fI  had [child] here 
with us now ' (T5p9p7)
This ambivalence about ‘getting on with life’ yet, at the same time not wanting to 
‘forget’ their child was also experienced by the families in Jackson’s (2000) study. 
Indeed, all 9 mothers in the current study often did things / kept things to remember 
their children. Fran said:
‘Eve got her pictures everywhere. Eve got her teddies and stuff. '  4Her teddy, I
sleep with it every night ' (T6pllp24-T6pl2pl)
Birthdays, Mother’s Day and Christmas were all recalled as being times of 
ambivalence, wanting to remember yet, also forget.
Reduced Emotional Expression
The current research highlighted a coping strategy I shall refer to as, ‘reduced 
emotional expression’ where participants felt unable, or reticent to reveal their 
emotions. This differs from denial and repression because it was conscious process.
7 mothers referred to hiding their feelings from other people. Some recalled not 
wanting to show their emotions for fear of the repercussions. Cathy and Fran told how 
they feared that when/if they did reveal their true feelings this was/could have been 
used against them as additional reasons for their children being removed. When 
Cathy was asked how she expressed her feelings when her children were removed she 
replied:
7 didn't. I  didn't. Well, i f  you do you get called mad'... 'You’re not allowed to do 
things I ike that, it's not normal' (T3p 19p 18).
Similarly, when Fran was asked whether anyone supported her following her 
expression of emotion through the act of attempted suicide. She replied: 4Social 
Workers just wrote it down as a bad thing against me' (T6p8p22).
Fran also said she hid her emotions for fear it would upset her other children.
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Fran: used to put the kids to bed and, wouldn ’t like my kids to see me upset, to
see me cry.
Interviewer: Why?
Fran: I  don’t like that, want them to think I ’m strong even i f  I  ain ’t, I ’d  like
them to think I  am. I  don’t want them to worry because they’ve got enough to go 
through in life without having to worry about me, about what I ’m doing or feeling or 
whatever ’ (T6p6p24-T6p7pl)
Even during the interviews, participants would, on occasions, reduce their emotional 
expression. Fran demonstrated this when she apologised for crying. Other mothers 
also apologised for showing emotions (sad / angry) when telling their story. Some 
censored their language, especially when describing their anger. For example, when 
Emma was asked:
Interviewer: . what do you think now about the decision that was made when
[ child] had to be removed from you?
Emma: I  won ’t swear.
Interviewer: You can. That’s fine.
Emma: Quite annoyed Yeah, well, very annoyed’ (T5pl7pl2-15)
This reduced emotional expression may have been a consequence of the situation of 
having had a child removed, for example fearing future children might be removed. 
However, one might question whether the participants, as people with a Teaming 
disability’ have ever had their emotional expression acknowledged. This was 
recognised by Valerie Sinason (1992), when referring to the issue of secondary 
handicap. She explains; ‘the emotional plight o f the organically handicapped 
individual was disregarded with the blanket excuse that the emotional disturbance 
was part o f the handicap ’ (pi 12).
Several mothers also talked about bottling up their feelings, for example, when 
Isabelle was asked about how she expressed her feelings she replied:
7 kept them locked up ’ (T9plOpl0)
Condon (1984) and anecdotal evidence suggests that having another child after having
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one removed is a way some people cope with the loss. However, this was not a coping 
strategy acknowledged by the participants, although Anna, Barbara and Fran (who 
became pregnant after a child was removed) did refer to channelling their energies 
into caring for their other children. For others, like Emma, the thought of having 
another child filled them with fear:
Interviewer: ‘Is there anything that you think that would make life more difficult for
you in the future?
Emma: Having another child, yeah. Because it wouldjust remind me o f [child]
a lot more than now’ (T5p20p5-6)
The participants appeared to engage a wide variety of strategies / behaviours in order 
to cope with the difficulties they faced. Very few felt they were offered support and 
that which was offered was often viewed as unhelpful. What then were the 
consequences of employing these coping styles?
4.5 PHYSICAL AND PSYCHOLOGICAL CONSEQUENCES 
This superordinate theme describes the physical and psychological impacts of the 
removal of child upon their mothers’ behaviour and relationships with others. These 
impacts are themselves related to the coping styles employed.
Extensive ranges of characteristics are associated with normal reactions to loss. 
However, mourning becomes pathological when adjustment to loss is not achieved. 
The following experiences were described by the mothers as having occurred just after 
the removal of their child. Many of these still remained.
4.5.1 Anxiety
Participants recalled this psychological consequence with three referring particularly 
to their anxiety that further children might be removed. Fran explained:
‘You had to make sure that they didn’t take the other two ’ (T6p4p23)
4.5.2 Bereavement and PTSP
Increasingly PTSD has become recognised as a component of grief (Charlton et al., 
1998; Zisook et al., 1998). Interestingly, all the participants in the current study
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reported physical symptoms analogous with bereavement and trauma theories 
including weight loss, poor appetite, sleeping difficulties, and vivid dreams. This is 
consistent with the findings of Charlton et al. (1998).
In terms of physical effects, all 9 mothers commented on the impact the removal had 
on their eating and sleeping. Most recalled having stopped eating and experienced 
difficulties sleeping, often because they were thinking about their child(ren).
Flashbacks are another symptom associated with PTSD. Some of the participants 
reported having dreams about their children similar to flashbacks. Both Debbie and 
Fran talked about hearing their child crying in the night. Fran recalled:
*/ was sleeping for about half an hour, an hour, waking up. Cold sweats, thinking I  
could hear her crying, calling me out o f my room. I ’d  go in and check but she wasn't 
there ’ (T6p5p8)
Fran also reported having dreams where she was informed that her child had died. 
Debbie, too, feared the death of her children and said how accidents on television 
triggered concerns for her children. These reactions seem to be consistent with Boss’s 
(1999) concept, ‘ambiguous loss’ where there remained the uncertainty of not 
knowing whether someone was dead or alive.
Five mothers reported actively avoiding seeing other children because it reminded 
them of the child which had been removed:
Gillian: ‘Even to see a child in the High Street and I  look at them and I  want to
cry, you know and that’s really sad. Bit hard you know. Just walking 
around.
Interviewer: What do you think when you see like a child anywhere?
Gillian: Iju st think o f my two ’ (T7pl4p21-23)
Charlton et al. (1998) suggest that recognition and treatment of PTSD is crucial to 
prevent long-term problems such as depression, alcoholism, attempted suicide, 
violence and psychosocial difficulties. Mothers in the current study alluded to 
experiencing these long-term problems:
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Depression
The lack of appetite, sleeping difficulties and low mood experienced by all of the 
mothers are indicative of the depression they encountered. Fran actually 
acknowledged her depression at the beginning of her interview. In addition to Fran, 
three other mothers referred to having been offered antidepressants as a solution to the 
depression they experienced as a result of their children’s removal.
Suicide attempts
Barbara, Cathy, Debbie, Fran, and Helen all talked about attempting suicide after their 
children were removed. Debbie recalled:
‘... the second year I  wanted to be killed because I 'd  lost them. I  wished I  was dead'. 
(T4p6pl0)
Substance misuse
As recalled earlier, mothers in this study used a variety of ‘drugs’ to help them cope 
including alcohol, recreational drugs and tobacco.
Psychosocial difficulties
The consequence of having a child removed not only affected the mothers directly, but 
also had knock-on effects on their lives. Debbie, Fran, Emma and Isabelle all talked 
about how removal of their children led to rows in their relationships. Debbie said:
'Marriage is affected. Your sex life is affected. It's everything that's affected'. 
(T4pllpl0)
Some even said the rows became violent.
Five participants recalled isolating themselves from other people. This and other 
relationship difficulties experienced by the mothers in this study appear to echo the 
finding of Charlton et al. (1998). They, too, found relationship difficulties were 
experienced by birthparents compulsorily separated from their children. Interestingly 
though, in the current study, two mothers, Anna and Gill thought relationships with 
their families actually improved subsequent to the removal of their children.
Many of the mothers appeared to experience similar physical and psychological
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consequences as a result of losing of their children. However, their responses may 
have been moderated by the type/amount of contact they had with their children.
4.6 ADOPTION
All the participants’ children were adopted subsequent to their removal. This 
superordinate theme (‘adoption’) demonstrates how the process of agreeing to 
adoption differed for mothers, along with the amount and type of contact they had 
with their children.
4.6.1 Agreeing to adoption
The process of adoption varied, with some mothers seemingly knowing their rights 
better than others. Helen talked about refusing to sign adoption papers at least four 
times, meaning social services had to take her to court before her child was adopted. 
Other mothers seemed unaware that this was an option. None of the mothers recalled 
having an advocate present when social services asked them to sign papers regarding 
their children’s adoption. Cathy said that her advice to another mother in a similar 
position would be to get a good solicitor. She added:
'you don Y talk without anyone present. You certainly don Y agree to sign anything, 
especially i f  you do have learning disability you have someone there at all times... ' 
(T3p38p6)
‘They don't even tell you that you are allowed to have someone present. It's only 
because I  turned round and said “now I've got a solicitor I  need them present 
(T3p38p8)
4.6.2 Open / Closed Adoption
The mothers interviewed varied in the type of contact they had with their children. 
This was dependant upon the adoption being open or closed. Table 3 shows Barabara 
and Fran’s children had closed adoptions. They therefore had no contact with their 
children. The other mothers had open adoptions. This meant they had contact with 
their children via letters (often less than twice a year). Isabelle’s circumstances 
differed slightly because her relatives had adopted her children. This meant Isabelle 
had slightly more contact. All 9 mothers talked about what it was like to know / not 
know what their children were doing.
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The amount of contact the mothers had with their children appeared to impact upon 
feelings they had about their children. An example of this is a comparison between 
Isabelle and Fran.
Isabelle who had regular contact with her children, was asked:
Interviewer: ‘Do you think you feel the same as you did when they'd just left your
care?
Isabelle: No, no totally different now. 'Cause I  know where they are. They're
safe. They 're being well cared for, you know. I  know where they are. I  
can easily phone them up' (T9pl2pl 8)
However, Fran, who had no contact with her child said:
'...but it's like telling them she's dead even though she wasn't. With her not being 
around that's what itfeels like' (T6p5p25)
Interestingly, it was Debbie and Fran who had very little/no contact with their children 
that described having flashbacks. Perhaps there is an association between amount of 
contact with the children and their mothers’ psychological well-being, as 
acknowledged by De Simone (1996). However, Barbara also had no contact with her 
child yet she did not describe similar symptoms to Debbie and Fran although there 
could be other explanations for this. Firstly, she may not have had these symptoms, 
secondly, she may simply have omitted talking about these symptoms or thirdly, her 
child was removed so long ago that she no longer experiences these symptoms.
Wells (1993) also found that the majority of birthmothers who relinquished their 
children wanted basic information about them. This was seen as the single most 
important factor that would help them cope in the years following relinquishment. 
Contact with their children appeared important to all the mothers in the current study, 
whether it was current contact, for example through letters, or the possibility of future 
contact.
All the mothers interviewed referred to possible future contact with their children. 
Anna, Barabara, Cathy and Fran said they hoped to see their child again but were
288
Major Research Project
unsure whether it would happen because they knew the decision rested with their 
children. Interestingly, Cathy and Helen thought they would see one of their children 
again, but were unsure whether they would see their other child. Both Cathy and 
Helen were experiencing difficulties with letter contact with the latter child at the time 
of the interview. Once again, it appears that contact acts as a moderator on mothers’ 
beliefs. This was also apparent from the contrast in responses given by Isabelle (who 
had regular contact with her children), who said she would see her child again, and 
Barbara (who had no contact with her child) who did not know whether a reunion 
would occur. Barbara reported wondering each time the telephone rang whether it was 
social services ringing to say her daughter wanted to contact her.
Five (A,B,C,E,F) mothers expressed fears concerning the possibility of seeing their 
children again. They queried what their children might think about what had 
happened. Fran explained:
*Social Services wanted me to sign the adoption papers, but I  just wouldn *t because 
[child's] nearly eight and I  don't want her to think, when she's old enough to 
understand properly, that I  don't want her and think mummy didn't care because she 
signed the papers. That's why they took me to Court and got the freeing order so it 
takes it out o f my hands' (T6pl0p5L7)
These findings are consistent with Jackson (2000) who reported that mothers voiced 
feelings of worry concerning whether their children were aware of their existence or 
might have false information about them.
This superordinate theme has once again highlighted the influence other people had 
over decisions regarding mothers and their children. These were important decisions. 
For example, remaining in contact with their children appeared to moderate the 
psychological impact, upon mothers, of the loss. Furthermore it generated hope that 
one day they might see their children again.
4.7 CONCLUSION
To conclude, there appears to be an overwhelming influence of ‘powerful others’ 
upon the lives of mothers with learning disabilities. Before they even have a child,
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society seems to suggest they should not. When they do have their child however, they 
appear to have to be better than ‘good enough parents’ and seem set up to fail by the 
standards of those monitoring them (Chinn, 1996 cited in Edmonds, 2000). The 
presumed incompetence of mothers with learning disabilities means that other people 
take over the parenting role whilst mothers still cling to their biological mother 
identity. Mothers seem to experience a ‘set-up’ whereby powerful others set 
unachievable goals, and having already thought (and some even said to the mothers) 
that the mother won’t cope, observe them fulfilling this prophecy. When the mothers 
do ‘fail’, powerful others remove the child. There seems little negotiation in this 
process. Few mothers appear to have advocates and the child is often then adopted-a 
decision sometimes not even made through court. To the mothers, the decision 
appears a foregone conclusion, over which they have little control or choice.
What then do they do? How do they cope? They seem to have been left feeling 
helpless and bereft. They could turn to others for help but past experience might have 
taught them that this may not be beneficial. Moreover for many mothers it might mean 
turning to those who removed their child in the first place. Expressing emotion in 
order to cope also seems to be under the restriction of ‘powerful others’. Should 
mothers reveal their true feelings it might only serve to prove it was right to remove 
their children. Worse still, it could support the removal of yet more of her children. 
The mothers’ voices and feelings therefore seem to remain hidden and they attempt to 
block out upsetting thoughts and reminders. It appears their only solace is that one day 
their child might return. Meanwhile any contact will suffice. However, all this once 
again appears to rest in the hands of powerful others.
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5 DISCUSSION
The findings of this study have previously been related to the research literature so the 
following is a summary of the analysis.
5.1 Summary Of Findings
Analysis of the themes revealed a progressive story by all of the mothers, recalling 
what it was like to be with their children and without them. They went on to talk about 
why they thought their children were removed, the physical and psychological effects 
this had and how they coped with the experience. Throughout the story, the impact of 
‘powerful others’ (particularly statutory services) upon their lives seemed to have a 
dramatic effect on what they did and how they coped. This is illustrated below.
In the first superordinate theme entitled ‘Motherhood’ participants described the 
identity they held, being a mother and what this involved. They talked about the value 
this identity had for them and challenged the prejudice they experienced from others 
who suggested that people with learning disabilities shouldn’t have children. The 
mothers referred to their competencies, but unlike Edmonds’ (2000) study they 
referred to external factors that made parenting difficult, not just their learning 
disability. Participants also referred to being observed and monitored. They felt this 
was sometimes done by people who both thought they should not be parents because 
of their learning disabilities, or presumed them incompetent from the outset (Booth, 
2000). Who then could parents turn to if they needed support? Participants even found 
that, similar to Rybum’s (1992) study, their requests for support were sometimes 
refused. Some mothers referred to being given support with parenting, but it was 
offered in such a way that it left the mother feeling deskilled and even reduced 
mother-child attachment.
The second superordinate theme was ‘Mothers’ Appraisals of Removal’. The mothers 
interviewed all reflected upon why their children were removed (Primary appraisal -  
Lazarus and Folkman, 1984). Several believed it was the result of an accident, but felt 
that even appropriate responses in seeking help contributed to their children’s 
removal. Many mothers remained unaware why their children were removed. This 
was consistent with the findings of Baum (2003). Only two mothers related the
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removal of their children to difficulties experienced as a result of their learning 
disability. However, the majority believed that the removal was a foregone 
conclusion. This sense of powerlessness then meant their secondary appraisal 
(Lazarus and Folkman, 1984), that is what they could do, was somewhat limited. A 
few described fighting for their child, but recognised this was only successful if they 
had a powerful other to assist. Other mothers reluctantly accepted the decision, 
believing they had no choice.
The third superordinate theme was ‘Coping’. Participants described coping styles that 
fell into categories previously proposed by Carver et al. (1989). None of the mothers 
reported using problem-focussed coping strategies, perhaps because they felt nothing 
constructive could be done. Some, therefore, turned to emotion-focussed coping and 
used strategies, such as positive reinterpretation, to cope. Some sought support from 
statutory services, but once again this proved difficult because the very people they 
were to turn to were the ones that had removed their children (Harris 1990, cited in 
Booth 2000). All the mothers felt they had been ignored and that once professionals 
had ‘got what they wanted’ (removed the child), they were left to cope on their own. 
Although further interviewing indicated some mothers did receive support its purpose 
often remained unclear. Consistent with Rybum’s (1992) findings, this was coupled 
with a lack of trust in those offering the support.
Coping on one’s own, therefore, appeared to be the only option left available to the 
mothers. They did so by using a variety of both mental and behavioural avoidance 
strategies. One strategy involved a reduction in emotional expression. The purpose of 
this appeared firstly to protect others, but, secondly because possible consequences 
from ‘powerful others’ were feared. This resulted in the penultimate theme, ‘Physical 
and Psychological Consequences’. Mothers revealed symptoms of depression, PTSD 
and anxiety, which affected both their own behaviour but also impacted upon the 
system around them such as their relationships with partners and children. This 
finding was congruent with findings from Charlton et al. (1998).
The final superordinate theme was ‘Adoption’. This highlighted that many of the 
mothers did not know their rights. The influence of powerful others also meant that
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decisions relating to possible adoption of the children were presented to their mothers 
as a ‘fait accomplis’. This was important because future contact appeared to moderate 
the psychological well-being of the mothers in this study. All the mothers wanted to 
see their children again, but, once again, they felt this decision was out of their hands. 
An underlying question appeared to remain with all the participants: Why are other 
people allowed to keep their children and I am not?
5.2 Theoretical Considerations
The findings here appeared to support evidence found in the learning disability and 
non-learning disability literature. However, this study also highlights several 
particular points.
The participants in this study remained unclear why other people are ‘allowed’ to keep 
their children but they cannot. This difference might be explained by the fact they 
have a learning disability and ‘others’ do not. However learning disabilities and this 
‘difference’ were not alluded to by participants when they talked about their parenting 
abilities / difficulties. Perhaps the mothers were unaware that their learning disability 
affected their parenting? They did however acknowledge that other people had views 
about them being parents. Perhaps mothers’ learning disabilities, per se, had not 
affected their parenting, but, an incompetence, presumed by ‘powerful others’, meant 
that they were not allowed to keep their children. Future research using similar 
methods to studies that have supported the idea of diagnostic overshadowing (Reiss 
and Sysko, 1993), might highlight this issue of presumed incompetence. For example, 
a scenario is given to social workers and they are asked what their next course of 
action would be. Scenarios would differ with one scenario referring to a mother with a 
learning disability and the other, a non-learning disabled mother.
Having had their child removed, mothers perceived that they were ignored. These 
mothers tended not to seek help from professionals due to their prior experiences, as 
suggested by T. Booth and W. Booth (1993). Help offered to mothers by services is 
either provided at the wrong time or rejected. This seems to be because there is a lack 
of clarity regarding the support, for example, its purpose, who it is done by, and 
confidentiality agreements/ boundaries. The current research has therefore highlighted
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an area of future possible research, looking at the views of people with learning 
disabilities on ‘ counselling’/therapy. Alongside this is the possibility of further 
exploration into the physical and psychological effects of having a child removed, in 
particular PTSD.
Participants referred to types of coping similar to those suggested by Carver et al. 
(1989). However, there appeared to be an additional coping response, a conscious 
hiding of emotions termed ‘reduced emotional expression’. It appeared to occur 
because mothers feared the potential consequences of revealing their emotions. It also 
appeared to be used to protect other people from the upset felt by the mothers. 
However, it may have been the result of a secondary handicap where the participants 
were used to not having their feelings acknowledged and so attempted to hide them. 
Further research might help to explore the idea of ‘reduced emotional expression’ and 
the reasons for its occurrence. Future research might also explore other people 
possibly affected by the removal of a child, for example the father or siblings.
The overall power that other people have over mothers with learning disabilities 
appears to be non-negotiable and is strong enough to break a parenting bond between 
mother and child. It also appears to inhibit mothers from actually being able to express 
their feelings. The apparent result is that mothers exhibit psychological difficulties, 
but these remain unnoticed and unspoken. However, one should also consider that the 
mothers might have experienced psychological difficulties prior to having their 
children removed If this was the case then one must also consider that, even then, 
mothers may not have felt able to show their emotions for fear of the consequences.
Although the mothers’ stories have been presented in a linear manner, following 
through the process of appraisal and coping suggested by Lazarus and Folkman 
(1984), it is not this clear-cut. Lazarus and Folkman (1984) explain that because of its 
phenomenological character, the concept of appraisal is inherently circular and the 
various aspects of the model closely interact. For example, how the mothers appraised 
the events resulting in the removal of their child, might affect their identities as 
‘mothers’. How they cope with their thoughts and reminders of their children might 
also influence their views of themselves as mothers. This appeared to be
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acknowledged when mothers demonstrated their ambivalence between trying to 
‘forget about their child’ (mental avoidance), yet at the same time hold onto their 
identity as a ‘mother’. Brodzinsky and Schechter (1990) looked at adopted children’s 
coping with birthparent loss. They described the adjustment to adoption as a 
transactional process, where person variables, appraisal and coping processes, and 
adaptational outcomes are assumed to have an ongoing, interactive influence on one 
another (see Appendix 3). The current study might, therefore, be considered in a 
similar way. Smith and Brodzinsky (2002) have since provided partial support for a 
stress and coping model of adopted children’s adjustment. However, they admit 
sampling and measurement issues limited their findings. Perhaps a similar study might 
be applicable to establish a stress coping model of birthparent adjustment?
It is important to say that those with learning disabilities present with vast differences 
in ability, experience and background. McLoughlin (1986) believes that people with 
learning disabilities are too often regarded as homogenous group and consequently 
treated as a ‘race apart’. In their book ‘Representing the Other’ Wilkinson and 
Kitzinger (1996) say that we use the Other to define ourselves: we understand 
ourselves in relation to what we are not However well intentioned our speech on 
behalf of an Other, it acts to reinforce precisely that Otherness which speaking may be 
intended to undermine.
Throughout this research I have faced this dilemma. On the one hand I acknowledge 
the particular needs of the mothers with learning disabilities that may differ from the 
needs of non-learning disabled people. However, on the other hand I have also wanted 
to demonstrate similarity of needs and responses to difficult situations.
The concept of otherness was actually acknowledged during the interview. 
Participants were asked; ‘What was it like talking to me, someone who has not had the 
same experiences that you have had?' and cWas there any point during the interview 
when you felt that I  didn V understand what you were saying (If Yes, can you give me 
an example)?' Interestingly, all gave a response saying it was ‘fine’, except Debbie. 
She challenged me, saying she had found the experience horrid (she also said she had 
found it useful). Debbie went on to say she felt I would be using the information for
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my own benefit (to get my doctorate), but she could not see how it could benefit her, 
or other mothers who had had their children removed right now (See Appendix 10 for 
full conversation).
Perhaps a more emancipatory design would have avoided the sense of otherness that is 
bound to have been apparent in this research.
5.3 Methodological Issues 
Reflection on the research process
Prior to beginning this research, I came across several hurdles that made me question 
whether I should even be researching this topic. The first was that there appeared to be 
a general feeling that this was a very sensitive topic and fears were raised about the 
mothers ‘being upset’. My clinical experience and reading of literature, regarding the 
removal of children from non-disabled mothers, made me think otherwise. It 
appeared, to me, that feelings around the loss of their children was something that 
most mothers, who had children removed, lived and coped with every day, whether 
learning disabled or not. Brodzinsky and Schechter (1990) also indicated that when 
research was carried out on mothers in a non-disabled population, many were pleased 
to have had the opportunity to talk about it. Indeed many of the mothers I interviewed 
seemed to appreciate the opportunity to talk about their experiences. For many it was 
the first time they had done so. It should, however, be noted that there was also 
ambivalence. As noted, many mothers used strategies to avoid thinking about their 
children. Participating in this research was obviously incompatible with this strategy. 
Indeed because of this Helen nearly did not take part.
McCarthy’s article (1998) refers to interviewing people with learning disabilities 
about sensitive topics. This also encouraged me to persist with my research idea. It 
was suggested that perhaps I should interview professionals involved in the process 
instead. Of course, this is a possible area for future research, but my interest lay in 
how the mothers themselves felt and coped. I also wanted to know how I, as a 
clinician, might be able to provide appropriate support alongside my other
296
Major Research Project
professional colleagues. The removal of children from their mothers also appeared to 
be a relatively ‘hidden’ phenomenon. It was therefore my intention that mothers who 
had been through this experience might be given a voice that might otherwise remain 
unheard/ hidden.
Due to the nature of the research, it was difficult to recruit clients. This was partly 
because I relied upon busy health professionals to give their time to ask clients if they 
wanted to participate. Recruitment was also hindered because some possible 
participants were pregnant again and some were undergoing child protection 
proceedings with other children. It seemed inappropriate to interview these mothers. 
Other possible participants refused to take part because they had other children and 
were fearful that participation would have led to that child being removed. This once 
again affirms the lack of trust from mothers with learning disabilities in anybody 
viewed a s ‘a professional’.
Finlay and Lyons (2001) suggest that people with learning disabilities may be 
concerned with the possible consequences of responses, particularly as service use is 
characterised by the sharing of information among professionals. This was actually 
acknowledged by Cathy who, despite reassurances of confidentiality, said:
7 can't say that because you're taping it! This doesn't go back to anyone else does 
it? ' (T3p35p6)
Kieman (1999) suggests that with disadvantaged groups power relationships place 
barriers between the researcher and the researched, thereby distorting their expression 
of opinions and views. Although all the participants talked about their experiences and 
feelings, censorship of information by those giving it, might still have taken place for 
several reasons. As noted earlier, there was often a lack of trust between participants 
and professionals. Several talked about how they thought something was confidential 
and later found it was not.
Having carried out this study, I would endorse the methodological advice suggested 
by Booth and Booth (1994b). They recommended that researchers should confirm
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appointments the day before they are done. This often proved useful and wasted 
journeys were reduced.
The interview schedule was peer-reviewed but not initially reviewed by people with 
learning disabilities. This might suggest that a participatory research design was not 
employed. However, the interview also included a question about whether they felt I 
had missed something about their experiences. The majority said they had nothing to 
add and said I was ‘doing fine’. However, Helen did comment that she wanted to find 
out how other mothers experienced the process of going to court. Unfortunately, 
because Helen was the eighth out of nine participants, this additional question could 
only be added to the last interview. Perhaps this is an area for future research?
I found it difficult to know how to respond during the first interview when Anna was 
talking about ‘how awful social services were’. I tried to remain objective, although, 
in doing so I felt my responses might have censored her information and reduced 
rapport. As a result, I felt Anna did not provide such rich information as she might 
have done. Having reflected upon this in supervision, I decided that rapport was a 
priority for rich informative data to be gained. During future interviews I remained 
curious about the participants’ stories whilst also empathising with their experiences. 
For example, if they felt they had been treated unfairly. This proved an effective way 
of gaining rich data. It is important to note that although it was not my intention to 
consider whether or not the participants should have had their children removed, I was 
inevitably drawn into this conversation during the interview process. This is apparent 
in the theme ‘Primary Appraisal’.
Finlay and Lyons (2001) suggest that some concepts may be problematic if a 
respondent interprets a term in either a more restricted or more general way than the 
researcher. Such a difficulty occurred when I referred to the term ‘counselling’ and 
‘psychologist’. Participants clearly did not have a shared understanding of the 
meaning of these terms. This, however, has highlighted a potential difficulty that 
needs to be considered when offering support of this kind to mothers who may have 
had their children removed.
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5.4 Clinical implications
Adoption Agency regulations now specify that birth mothers must be offered a 
counselling service. However, should this counselling occur just after the children 
have been removed or after the actual adoption has taken place? This research has 
demonstrated that some mothers were indeed offered counselling but declined. It is 
important for services to understand why.
A recommendation from the mothers in this study is that if support is offered, it needs 
to be done with a very clear message regarding:
• Who it is done by (and clarity re the role of this person)
• What it is for (for example, to provide emotional support)
• What it cannot do (for example, bring their child back)
• Clarity of confidentiality and professional boundaries
When working with mothers who have had their children removed, there appears to be 
a need for professionals to be clear why the children were removed. This needs to be 
part of the process and not just a one off event. Discussions should take place prior to 
the child’s removal and options available to the mother made clear. Conversations 
need to be two-way with mothers feeling safe enough to express their feelings. 
Mothers should also be informed of their right for legal representation and advocacy. 
This can act to redress the power imbalance as suggested by participants in this study. 
The mother could perhaps be given a booklet (in a form they can understand) stating 
parenting achievements, but also clear reasons (evidence) why services felt the child 
should be removed. This would act as a concrete reminder so, over time, both child 
and mother could gain a clear understanding of the process and reasons for the child’s
removal. It would also provide goals for the mother should she wish to have another
child.
Having had one child removed, a mother may wish to have another (Rynearson, 1982; 
Condon, 1984). Professionals should remain aware that this is an available coping 
option (unlike many that are not), whilst also facilitating other means of addressing 
feelings elicited by the initial loss.
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However, if mothers do want another child, they need to be able to work towards 
achievable goals that might make having and keeping the next child possible. Goals 
need to be explicitly stated, rather than vague terms (for example ‘when you 
improve5) used.
The physical and psychological well-being of mothers post removal should be 
monitored by services, not just in the short-term, where a grief reaction would be 
wholly appropriate, but also several months later when psychological responses may 
still be affecting their lives. Professionals should be particularly aware of symptoms of 
PTSD that might arise and the psychological treatment this may require. Boss, (1999) 
suggests that when working with someone with ambiguous loss, one needs to see 
more than just the client's symptoms. The loss of the child cannot be resolved (unless 
the child returns). Work with mothers should, therefore, involve the development of 
coping strategies. Consideration should be given to the effect this loss might have 
upon the mother's whole system.
The type of contact and knowledge mothers had regarding their child, plus her 
perception of the child's knowledge of herself and birth family, often appeared a great 
comfort. This suggests open adoption is preferable to the alternative closed adoption. 
More appropriate consultations need to take place with mothers, before decisions 
about adoption are made. Once again, appropriate advocacy should take place to 
redress the power difference, enabling mothers' views to be heard. This would also be 
consistent with the basic principles of Valuing People (DoH, 2001), where the aim is 
to provide people with learning disabilities with more choice and control over their 
lives.
To facilitate the recommendations of this study a booklet of advice could be offered to 
relevant services.
5.5 Conclusion
Findings from this research revealed that the participants' experiences of motherhood 
appeared to differ from that of the general adult population, with challenges made to 
their identities, both as competent mothers and indeed mothers at all. These mothers
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appeared to face prejudice that included ideas they should not have children because 
they have a learning disability and are presumed incompetent regarding parenting. 
Mothers tended not to know why their children were removed and felt there was little 
they could do about the decision. A variety of coping skills were used to adapt to the 
loss. However, difficulties included mothers not feeling able to express their emotions 
for fear of the consequences. In addition, mothers knew a limited number of people 
who could provide emotional support and were often required to seek this from 
services they associated with the removal of their child in the first place. Physical and 
psychological reactions were consistent with unresolved grief. These appeared 
moderated by the amount of contact they had with their children. However, this and 
all other themes, appeared to be affected by Powerful Others, such that the needs of 
the mothers with learning disabilities remained unheard. Clinical implications were 
gained from this study that have indicated areas for service improvement. However, 
more research is also required so that the voices of these women can be heard and 
acknowledged.
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Clinical Definition o f Learning Disabilities fas copied from BPS 2001, Appendix 1)
Organisation
ICD-10
The ICD-10
Classification of 
Mental and 
Behavioural 
Disorders
(1993)
AAMR
The American 
Association on 
Mental Retardation 
(1992)
Terminology
Mental Retardation
DSM-IV
Diagnostic and 
Statistical Manual of 
Mental Disorders 
(1994)
Department of 
Health (1998)
Mental Retardation
Mental Retardation
Learning Disability
Definition/Criteria
a condition of arrested or incomplete development 
of the mind, which is especially characterised by 
impairment of skills manifested during the 
developmental period, which contribute to the overall 
level of intelligence, i.e. cognitive, language, motor 
and social abilities.
Adaptive behaviour is always impaired.
Substantial limitations in present functioning. It 
is characterised by significantly sub average 
intellectual functioning, existing concurrently with 
related limitations in two or more of the following 
applicable adaptive skill areas: communication, self 
care, home-living, social skills, community use, self- 
direction, health and safety, functional academics, 
leisure and work. Mental retardation manifests 
before age 18.
(a) Significantly sub-average intellectual 
functioning: an IQ of approximately 70 or below on 
an individually administered IQ test.
(b) Concurrent deficits or impairments in present 
adaptive functioning (i.e. the person’s effectiveness 
in meeting the standards expected for his or her age 
by his or her cultural group) in at least two of die 
following areas: communication, self-care, home 
living, social/interpersonal skills, use of community 
resources, self-direction, functional academic skills, 
work, leisure, health, and safety.
(c) The onset is before age 18 years.
usually described as a significant impairment of 
intelligence and social functioning acquired before 
adulthood.
Using tests based on a normal distribution o f general intelligence, significant impairment o f  intellectual 
functioning has, by convention, become defined as a performance more than two standard deviations 
below the population mean. On the Wechsler Adult Intelligence Scale -  Revised (WAIS-R) (Wechsler, 
1981; Lea, 1986), the most commonly used measure o f  general intellectual functioning for the adult 
population, and the more recently published WAIS-IIIuk (Wechsler, 1999), the mean is 100 and the 
standard deviation is 15. More than two standard deviations below the mean thus corresponds to an 
Intelligence Quotient (IQ) o f  69 or less.
Luckasson, R. et al. (1992). Mental Retardation: Definition, Classification & System o f Supports, 
Washington, D.C.: American Association on Mental Retardation.
World Health Organisation (1993). International classification o f diseases: Tenth revision. Chapter V 
Mental and behavioural disorders (including disorders of psychological development): Genva.
American Psychiatric Association (1994). DSM-IV. Diagnostic and statistical manual of mental 
disorders (4th ed.). Washington, DC: Author.
NHS Executive (1998). Signpost for success. London: Department o f Health.
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Levels of Need (as copied from BPS 2001, page 10)
When making a judgement as to the degree o f impairment o f  adaptive/social functioning, the 
following levels o f support (AAMR, 1992) are considered useful as a guide:
Intermittent Supports on an ‘as needed basis’. Characterised by 
episodic nature, person not always needing the 
supports), or short-term supports needed during life­
span transition (e.g. job loss or an acute medical 
crisis). Intermittent supports may be high or low 
intensity when provided.
Limited ... supports characterised by consistency over time, 
time-limited but not of an intermittent nature, may 
require fewer ... [resources] than more intense levels 
of support...
Extensive Supports characterised by regular involvement (e.g. 
daily) in at least some environments (such as work or 
home) and not time-limited ...
Pervasive Supports characterised by their consistency, high 
intensity; provided across environments; potential 
life-sustaining nature ...
When determining level of impairment of adaptive/social functioning, the following may 
be used as a guide:
• Intermittent and Limited support indicate a significant impairment of 
adaptive/social functioning;
• Extensive and Pervasive support indicate a severe impairment of adaptive/social 
functioning.
For the complete tabulated descriptions refer to:
Mental Retardation: Definition, Classification, and System o f Supports-9th Edition 
(AAMR, 1992).
313
Major Research Project
APPENDIX 2
314
.Major Research Project
Definition of Posttraumatic Stress Disorder from DSMIV (APA, 1994)
When an individual who has been exposed to a traumatic event develops anxiety 
symptoms, re-experiencing of the event, and avoidance of stimuli related to the event 
lasting more than four weeks, they may be suffering from this Anxiety Disorder
Diagnostic criteria for Posttraumatic Stress Disorder
A. The person has been exposed to a traumatic event in which both o f  the following were 
present:
(1) the person experienced, witnessed, or was confronted with an event or events that involved  
actual or threatened death or serious injury, or a threat to the physical integrity o f  se lf  or 
others
(2) the person's response involved intense fear, helplessness, or horror. Note: In children, this 
may be expressed instead by disorganized or agitated behavior
B. The traumatic event is persistently reexperienced in one (or more) o f  the following ways:
(1) recurrent and intrusive distressing recollections o f  the event, including images, thoughts, 
or perceptions. Note: In young children, repetitive play may occur in which themes or aspects 
o f  the trauma are expressed.
(2) recurrent distressing dreams o f  the event. Note: In children, there may be frightening 
dreams without recognizable content.
(3) acting or feeling as i f  the traumatic event were recurring (includes a sense o f  reliving the 
experience, illusions, hallucinations, and dissociative flashback episodes, including those that 
occur on awakening or when intoxicated). Note: In young children, trauma-specific 
reenactment may occur.
(4) intense psychological distress at exposure to internal or external cues that symbolize or 
resemble an aspect o f  the traumatic event
(5) physiological reactivity on exposure to internal or external cues that symbolize or 
resemble an aspect o f  the traumatic event
C. Persistent avoidance o f  stimuli associated with the trauma and numbing o f  general 
responsiveness (not present before the trauma), as indicated by three (or more) o f  the 
following:
(1) efforts to avoid thoughts, feelings, or conversations associated with the trauma
(2) efforts to avoid activities, places, or people that arouse recollections o f  the trauma
(3) inability to recall an important aspect o f  the trauma
(4) markedly diminished interest or participation in significant activities
(5) feeling o f  detachment or estrangement from others
(6) restricted range o f  affect (e.g., unable to have loving feelings)
(7) sense o f  a foreshortened future (e.g., does not expect to have a career, marriage, children, 
or a normal life span)
D. Persistent symptoms o f  increased arousal (not present before the trauma), as indicated by 
two (or more) o f  the following:
(1) difficulty felling or staying asleep
(2) irritability or outbursts o f  anger
(3) difficulty concentrating
(4) hypervigilance
(5) exaggerated startle response
E. Duration o f  the disturbance (symptoms in Criteria B, C, and D) is more than 1 month.
F. The disturbance causes clinically significant distress or impairment in social, occupational, 
or other important areas o f  functioning.
Specify if:
Acute: i f  duration o f  symptoms is less than 3 months 
Chronic: i f  duration o f  symptoms is 3 months or more 
Specify if:
With Delayed Onset: i f  onset o f  symptoms is at least 6 months after the stressor
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Ms S Gould
. .  ~.jr’
Surbiton
Surrey, '
Dear Ms Gould
REC Ref 391 The coping experiences of mothers with mild learning disabilities 
who have had their children removed from their care. An interpretive 
phenomenological analysis (IPA)
The Local Research Ethics Committee has considered your response to
the issues raised by the Committee on the first review of your application on 11 July 
2003 , as set out in our letter dated 14 July 2003. The documents considered were 
as follows:
• Student application form amendments
• Consent Form 1 & 2
• Patient Information Sheet
• Accompanying letter dated 12 August 2003
The members were satisfied that your response has fulfilled the requirements of the 
Committee. You are therefore given approval for your research on ethical grounds 
providing you comply with the conditions set out below:
Conditions of Approval:
• You do not undertake this research in any NHS organisation until the relevant 
NHS management approval has been received.
• You do not deviate from, or make any changes to, the protocol without prior 
written approval of the LREC, except where this is necessary to eliminate 
immediate hazards to research participants or when the change involves 
logistical or administrative aspects of the research. In such cases, the LREC 
should be informed within seven days of the implementation of the change. 
Likewise, you should also seek the relevant NHS management approval for 
the amendment, or inform the NHS organisation of any logistical or 
administrative changes.
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• You complete and return the standard progress report form to the LREC one 
tear from the date of this letter and thereafter in an annual basis. This form 
should also be used to notify the Committee when your research is completed 
and should be sent to the LREC within three months of completion. For a 
copy of the progress report please see www.corec.orQ.uk.
• If you decide to terminate this research prematurely, a progress report should 
be sent to the LREC within 15 days, indicating the reason for the early 
termination. For a copy of the progress report please see www.corec.org.uk.
• You must advise the LREC of all Suspected Serious Adverse Reactions 
(SSARs) and all Suspected Unexpected Serious Reactions (SUSARs).
• You advise the LREC of any unusual or unexpected results that raise 
questions about the safety of the research.
® The project must be started within three years of the date of this letter.
Lead LREC -  other local submissions
Where this LREC is taking the role of Lead LREC, it is your responsibility to ensure 
that any other researchers within the Surrey and Sussex Strategic Health Authority 
seek the approval of the relevant LREC before starting their research. To do this you 
should submit one copy of the following documents to the relevant LRECs.
• This approval letter.
• Part C of the REC application form (with pertinent local details)
• LREC approved version of the patient information sheet and consent form, in 
the appropriate format (ie on applicable headed paper and showing pertinent 
local contact details)
• Principal (local Jinvestigator’s CV.
No other documents are required by the LREC to consider locality issues.
NHS LRECs are compliant with the International Conference on Harmonisation/Good 
Clinical Practice (ICH GCP) Guidelines for the conduct of trials involving participation 
of human subjects.
Your application has been given a unique reference number, please use j 
it on all correspondence with the LREC.______________________________j
Yours sincerely
Administrator
Enc. Members present/members who submitted written comments
2
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KD/TJ/sg
11 November 2003
Ms. Sheila Gould
  ly
Surbiton
Surrey
Dear Sheila
Re The coping experiences of mothers with learning disabilities who have 
had their children removed from their care: An interpretative
phenomenological analysis
I am pleased to inform you that l have received approval for your research. Please 
would you sign and return a copy of the attached R&D Research Project Agreement, 
keeping the remaining copy for your records.
Yours sincerely
' (LRDO)
Enc.
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12 November 2003 
Mrs Sheila Gould
t
Surbiton
Surrey
Dear Mrs Gould
Research Protocol No: 71/03
Title: The coping experiences of mothers with mild learning disabilities who have had their 
children removed from their care: An interpretative phenomenological analysis (IPA). 
(East Surrey LREC 391)
j  Local Research Ethics sub-committee considered in full the locality issues relating to the 
above application.
The issues reviewed were as follows:
•  The suitability of the local researcher
•  The appropriateness of the local research environment and facilities
•  Specific issues that relate to this local community
The LREC members consider that the locality issues have been adequately addressed and the proposed 
research can be conducted within the boundary o f  this LREC on the understanding that you will follow  
the conditions set out below.
Conditions
© You do not undertake this research in an NHS organisation until the relevant NHS management
approval has been gained as set out in the Framework for Research Governance in Health and 
Social Care.
•  You do not deviate from, or make changes to the protocol without prior written approval o f  the 
lead LREC and notifying this LREC o f  the approval, except where this is necessary to eliminate 
immediate hazards to research participants or when the change involves only logistical or 
administrative aspects o f the research.
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e Please notify this LREC when you have completed your research, or i f  you decide to terminate 
it prematurely.
Yours sincerely P
j  lREC
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Mrs Sheila Gould,
Surbiton
Surrey
Dear Mrs Gould,
ID: 0318/NOCI/2003 The coping experiences of m others with mild learning disabilities who
have had their children rem oved from their care: An interpretative 
phenom enological analysis (IPA).
Further to my letter of the 21st November 2 0 0 3 ,1 have now received clarification of the outstanding 
issues, and confirmation of local host approval. The Chairman on behalf of the RAMC has considered 
your response to the issue/s raised by the committee's initial review. The documents considered were 
as follows:
‘ RAMC application form C (dated 28/10/03)
* RAMC supplementary form E
* Research proposal form
* L_ v LREC application form
, LREC approval letter (dated 04/09/03)
_ LREC approval letter (dated 12/11/03)
* Document entitled "To whom it may concern2"
i am pleased to inform you that this study has now been approved by ‘Chairman’s action’, and so may
proceed. This approval is valid in the following Organisations:
M Health and Social Care NHS Trust
You will need an honorary contract with the Trust in order to carry out this work, but you may start your
work before you receive it Tn arrange an honorary contract, please contact , Head of
Clinical Governance a t ___________ : Health and Social Care NHS Trust, on I
Your RAMC approval is valid providing you comply with the conditions set out below:
1. You commence your research within one year of the date of this letter. If you do not begin your work 
within this time, you will be required to resubmit your application to the committee.
2. You notify the RAMC by contacting me, should you deviate or make any changes to the study 
protocol.
3. You alert the RAMC by contacting me, if significant developments occur as the study progresses, 
whether in relation to the safety of individuals or to scientific direction.
4. You complete and return the standard annual self-report study monitoring form when requested to do 
so at the end of each financial year.
5. You comply fully with the Department of Health Research Governance Framework, and in particular 
that you ensure that you are aware of and fully discharge your responsibilities in respect to Data 
Protection, Health and Safety, financial probity, ethics and scientific quality. You should refer in 
particular to Sections 3.5 and 3.6 of the Research Governance Framework.
Please contact the Consortium Office if you wish this approval to be extended to cover other 
Consortium Organisations; such an extension will usually be agreed on the same day. We also have 
reciprocal arrangements for recognition of Research GovH24nce approval with some other NHS 
Organisations; such an extension can usually be arranged within five working days.
Major Research Project
Good luck with your work.
Research G overnance Officer
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Ms S Gould
Surbiton
Surrey
24 December 2003 
Dear Ms Gould,
Our REC No: 176/10/03
The coping experiences c f m others with rr.iid learning disabilities who have had their children removed 
from their care: An interpretative phenom enological analysis (PIA)
The Chair of the . Research Ethics Committee has considered the amendments
submitted in response to the Committee’s earlier review of your application on 12 November 2003, as set out in our 
letter. The documents considered were as follows:
i. Patient Information Sheet (undated)
The Chair acting under delegated authority is satisfied that these accord with the decision of the Committee and 
has agreed that there is no objection on ethical grounds to the proposed study. I am therefore, happy to give you 
the favourable opinion of the Committee on the understanding that you will follow the conditions set out below.
• You do not recruit any research subjects within a research site unless favourable opinion has been 
obtained from the relevant REC.
• You do not undertake this research in an NHS organisation until the relevant NHS management approval 
has been gained as set out in the Framework for Research Governance in Health and Social Care.
• You do not deviate from or make changes to the protocol without prior written approval of the REC, except
where this is necessary to eliminate immediate hazards to research participants or when the change 
involves only logistical or administrative aspects of the research. In such cases the REC should be 
informed within seven days of the implementation of the change.
• You complete and return the standard progress report to the REC one year from the date on this letter and 
thereafter on an annual basis. This should also be used to notify the REC when your research is 
completed and in this case should be sent to this REC within 3 months of completion.
• if you decided to terminate tms research prematurely you send a report to this REC within 15 days
indicating the reason for early termination.
• You advise the REC of any unusual or unexpected results that raise questions about the safety of the 
research.
The project must be started within 3 years of the date on whicn the REC approval was given.
Yours sincerely,
\ \
Chair
'»Research Ethics Committee 
(Signed in absence of the Chair to avoid further delay)
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UniS
Ethics Committee
29 October 2003
Mrs Sheila Gould 
Trainee Clinical Psychologist 
Department of Psychology 
School of Human Sciences
Dear Mrs Gould
The coping experiences of mothers with mild learning disabilities who have had their 
children removed from their care: An interpretative phenomenological analysis (1PA) - 
(EC/2003/116/Psvch) - FAST TRACK
I am writing to inform you that the University Ethics Committee has considered the above 
protocol under its ‘Fast Track’ procedure, and has approved it on the understanding that 
the Ethical Guidelines for Teaching and Research are observed and the following conditions 
are met:
1. That the appropriate part of the Protocol Cover Sheet is signed by Enrique Valles and 
forwarded to me.
2. That the managerial approval letter is obtained (as mentioned in the East Surrey LREC 
approval letter, page 1, last paragraph).
For your information, and future reference, these Guidelines can be downloaded from the 
Committee’s website at http://www.surrey.ac.uk/Surrey/ACE/.
This letter of approval relates only to the study specified in your research protocol 
(EC/2003/116/Psych) - Fast Track. The Committee should be notified of any changes to 
the proposal, any adverse reactions and if the study is terminated earlier than expected, 
with reasons.
I should be grateful if you would confirm in writing your acceptance of the conditions 
above, forwarding the requested documents for the Committee’s records.
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i
Date of approval by the Ethics Committee:
Date of expiry of approval by the Ethics Committee:
Please inform me when the research has been completed.
Yours sincerely
(Mrs)
Secretary, University Ethics Committee 
Registry
cc:
29 October 2003 
28 October 2008
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On headed paper
INFORMATION SHEET
Sheila Gould (Trainee Clinical Psychologist) is inviting you 
to take part in a research study.
What is the study about?
The study is about women with learning disabilities who have had a child removed from 
their care e.g. by social services or given their child up for adoption. We want to find out 
how people cope after this has happened, for example, have they been able to get on 
with life?
Why is this research being done?
This research is being done because we want to learn what would be helpful for people 
who have had a child but no longer look after it. We feel that you are the best people to 
help us gain a better understanding. This will guide us to help people in the future who 
will be going through the same as you.
Do I have to take part?
It is up to you to decide if you want to take part. Before you decide it is important for you 
to understand why the research is being done and what you will need to do. Take as 
much time as you need to think about taking part. If you want to, you can talk about it 
with your friends, relatives or keyworker. It is your choice whether you take part or not. If 
you do not take part, that is OK. Your treatment and care will not be affected at all.
Can I change mv mind part wav through?
Yes. You are free to stop taking part at any time. If you do, this will not affect any of the 
treatment or care you are getting. Also any information about you concerning this 
research that has been collected will be immediately destroyed unless you specify 
otherwise.
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What am 1 going to be asked to do?
If you decide to take part,
1) You will meet with Sheila at an agreed date, time and place. If you wish.
somebody, for example a trusted person (e.g. keyworker I family member I
advocate), can accompany you to the interview but they do not have to come
into the interview with you unless you want them to.
2) You will sign a consent form. This will show whether you agree to take part.
3) You will be asked some questions about what your life has been like since your 
child left your care. This will be a one-to-one talk between you and Sheila.
However, if you want to, you can invite someone else to be there to support you
during the interview,
4) If there are any things you don’t want to talk about then just let Sheila know. 
The meeting will last about 1 hour.
5) Talking about your child may bring back sad memories. If you feel upset at any 
time we will stop. You then have three choices. Either a) you can continue the 
interview, b) you can continue the interview but on a different day, or c) you can 
choose not to take part any more.
6) At the end of the interview Sheila will check how you are feeling. If you feel you
want to talk more because you feel sad then, if you agree, Sheila will arrange
for you to talk with your ‘trusted person’. If you would prefer to speak to 
somebody else, then Sheila can arrange for you to see a Clinical Psychologist 
(a health professional).
7) If after the interview you would like to discuss things with somebody then please 
phone either Sheila or your ‘trusted person’.
8) A few days after meeting with Sheila, she will telephone you to see whether 
there is anything else you want to add. If this is the case, she will arrange to 
meet with you again. She will also telephone the person that brought you to the 
meeting to see whether they have any questions.
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How will mv replies be recorded?
Your discussion with Sheila will be tape-recorded. This is so that Sheila will have a good 
record of what you have said. Sheila will then write out what you have said on paper. 
This will NOT have your name, address or other personal details anywhere on it. The 
tape and paper will be kept in a safe place at all times and the tape will be destroyed at 
the end of the work (October, 2004).
What we talk about will ONLY be used for this study. It will NOT be given to anybody 
else.
Will anyone be told about what I have said?
The answer to this is - NO. However, if you want Sheila to tell someone else who you 
want to help you, then just ask her. Also, if Sheila is worried about you harming yourself 
or other people she has got to let someone else know.
How will taking part be useful?
A report will be written at the end of the work that shows what has been learnt. 
Remember, the names, addresses and personal details of people who have taken part 
in this study will not be in the report
This work may be written up in a book or journal. This can help staff learn how to help 
mothers with learning disabilities, better in the future.
THANK YOU for reading this information.
Please take time to decide whether you want to take part. If you want to you can talk it 
over with your friends, relatives or keyworker.
Sheila will be happy to answer any questions you have.
If you would like any more information please contact:
Sheila Gould on telephone number..................................
This study has been reviewed by Local Research Ethics Committee.
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(On headed Paper)
CONSENT FORM 1
(before participation)
My name is
Sheila Gould has spoken to me about her research and 
I have agreed to talk to Sheila and take part in her study.
I have agreed that Sheila can tape-record our conversation
Sheila has explained to me that if I change my mind then 
this is OK. I can stop at any time I want and my treatment 
and care will in no way be affected
Sheila will talk to someone I choose if I feel I need some 
support. The person I would want her to tell is:
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I know that my name, my address or any other personal 
details about me will not be used in anything Sheila writes.
I know that if there is anything I do not understand I can 
ask Sheila and she will explain it.
Signature of participant
Date:
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(On headed Paper)
CONSENT FORM 2
(after participation)
My name is
I know that my conversation with Sheila has been I 
tape-recorded. 1— 1
I agree for this information to be used in Sheila’s research. —
I know that what I have just told Sheila will be:
1) Kept in a safe place
2) Will be destroyed at the end __
Signature of participant:............. .................................................
Signature of researcher:...............................................................
D ate:...............................................
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INTRODUCTION
I am going to be talking with you about how you have managed since your child stopped living with you. It will 
be useful to know about YOUR views and feelings and there are no right or wrong answers.
• If you don’t understand a question then just say so and I shall try to explain it. (acknowledged?)
• If you don’t want to answer a question then just say to me 1 don’t want to answer that’ and I shall go
straight on to the next question, (acknowledged?)
• If you want to stop or have a break then that’s fine, just let me know! (acknowledged?)
• If you want to take a break and meet again another day then that is OK.
Before we start, I’d just like to ask you how you are feeling at the moment, knowing that we are 
going to be talking about your child not living with you?
INTERVIEW SCHEDULE I PROMPT SHEET FOR INTERVIEWER
First, can you tell me who is in your family?
At the moment do you live on your own or with other people? Who?
What is the name of your child that no longer lives with you?
(NB It may be different name, if so, what would they prefer me to call them?)
Have you got any other children? Where do they live?
Clarify what happened -
• When did it happen? (How old were you)? How old was (x)?
• Was the child removed / did they give the child up?
• Do you have any contact with (x)?
If YES -  What sort? How often? How does this make you feel?
If NO -  Do you think you will see (x) again?
Do you know anybody else who had a child and now doesn’t live with them?
Now I’m going to ask you a few more questions, just to make sure that I've properly understood 
what happened and what you’ve told me.
338
PAST
First of all Fd like you to think back to when you were still living with (x) 
EFFECT
What life was like when you lived with (x)? Were you getting any support / help from anyone?
How did you first find out that (x) wasn’t 
going to live with you?
What happened?
(Understood why?)
Did you have any idea that (x) might not be able to 
live with you?
How was it decided that (x) shouldn’t live with you? 
Who first told you -what did they say?
What did other people (e.g. friends / family) say?
Did you get to say ‘goodbye’ to (x)? If YES -  How and where? 
Who was with you?
What was it like to begin with, being without
(X )?
Did you think about (x) -  or try not to?
What did you do with your time?
How did you feel?
Did you notice any differences e.g. visitors, noise
Did anything in your own life change because 
you were no longer living with (x)?
Eating
Sleeping (nightmares?) 
Sex (if relevant)
Social
How did other people find out that (x) was no
longer living with you?
Did you have to tell anyone?
Did (x)’s father know?
Who did you have to tell? Grandparents? 
What happened?
How did you feel?
How do you think they felt?
Did it affect your relationships with other 
people?
Family / Friends -  How?
Was anyone else affected when (x) stopped 
living with you?
Who?
Why?
In what way?
COPING
How did you cope being without (x)? What feelings did you have? -  How did you 
express your feelings?
Did you do anything that you think helped you? 
Did anyone do anything that you found helpful? 
Did anyone do anything that you found 
unhelpful?
Were you offered any support (practical/emotional) 
from other people?
Did you ask for any support?
Was it useful /  did it help?
Professional? Who? When? For how long? 
Do you know why you were offered this? 
Family?Friends?
Could anything have helped?!
Do you think you were given as much support as 
you wanted at that time (after x had gone)?
If NO -  what would you have liked?
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Now I’m going to ask you a bit more about what life is like for you at the moment.
EFFECT
What is it like nowadays, living without (x)? Do you still think about (x)? How much? When? 
How much do you talk about (x)?
Do you feel the same as you did when (x) had just 
left you care? If different, how?
How would you describe your health at the Eating
moment Sleeping
Sex
Does what happened affect any of your current Husband / boyfriend / girlfriend?
relationships? (Emotions) Friends?
Family?
What do you think now about the decision for Blame?
(x) not to live with you? Right decision?
Do you think anything positive came from you Interviewee?
not living together? (X)?
COPING
Nowadays how do you cope living without (x)? Do you think you have come to terms with not 
living with (x) any more?
Do you have anything to remember them?
Do you do anything to remember them? 
(mementos)
Do you put it to the back of your mind and try to 
carry on with life?
Is there anything you do that you find helpful ? 
Is there anything anyone else does that you find 
helpful or unhelpful? What?
Are there any particular times or situations that 
you find difficult (as a result of what happened)?
e.g. Anniversaries?
Seeing other people with children? 
Why? How do you cope with this?
Have you ever talked to someone about your 
experiences
Who?
Counselling?
Did it help? How?
Would it have helped to talk to other people
who have had similar experiences to you?
Has anyone ever tried to stop you talking about 
your experiences?
Who?
Why do you think they did?
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FUTURE
Now I’m going to be asking you to think about what your life might be like in the future e.g. next 
year, or in 2 years’ time or in 10 years’ time. Is that OK?
EFFECT
What do you think will happen to your feelings (Disappear / get worse / get less?)
about (x)?
Next year? Check understanding!
2 years time?
10 years time?
Do you think your health will change at all in the Eating?
future? Sleeping?
Sex?
If YES, Why?
Do you think that any of your relationships with With (x) (if still sees them)
other people will change in the future? Partner
Family
Friends
If YES: How?
COPING
Have you ever thought about having another 
baby?
If YES: Do you think that the outcome would be 
different this time (i.e. the baby would live with 
you)?
If YES: Why? What has changed?
If you had another baby how much support do 
you think you would need? (More/less/same as 
last time)
Is there anything that might make life more 
difficult for you in the future?
(re not living with x)
What would be the worst thing that could 
happen?
Is there anything that might make life easier for 
you in the future?
(re not living with x)
What would be the best thing that could happen?
If you could make three things happen in the 
future to improve your life what would they be?
What could professionals do that might help 
other mums, like you, cope?
What would you say to another mum who had 
just been told that her child couldn’t live with 
her any more?
Are there things you could do to help other 
mums like yourself?
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Thank you for answering my questions. Have you got any questions that you would like to ask 
me?
I was wondering, how do you feel having just talked about (x)?
What was it like talking to me, someone who has not had the same experiences that you have had?
Was there any point during the interview when you felt that I didn’t understand what you were 
saying? (If Yes, can you give me an example).
Is there anything else you would like to say?
I’m going to be talking to other mothers that no longer live with their children, is there anything I 
should ask?
I will give you my telephone number again so you can phone me if you have any questions or you 
would like to talk to me about anything at a later stage. Either that or, if you want to you can tell 
your trusted person and they can let me know.
Thank you very much for talking to me today about your life and telling me what has happened to 
you and how it has affected you. What you have said will be kept private and I will wipe the tapes 
clean when I have written down what you have said. The paperwork will also eventually be 
destroyed.
(Fill in Second CONSENT FORM).
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APPENDIX 8
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Example of Interview Transcript - Emma
PLEASE NOTE: Some of the details (e.g. all names) in this transcript have been 
changed to preserve the anonymity of the client.
S: I am going to be talking with you about how you’ve managed since your child
stopped living with you. It will be useful to know about your views and feelings and 
there are no right or wrong answers. OK. If you don’t understand the question then 
just say so and shall try and explain it. OK. If you don’t want to answer a question 
that I ask then just say to me I don’t want to answer that and we’ll go straight on to the 
next question. If you want to stop or have a break then that’s fine, just let me know.
If you want to take a break and meet again another day then that’s OK as well. So 
before we start I’d just like to check out how are you feeling at the moment knowing 
that you are going to be talking about the child.
5: Confused.
S: Feel a bit confused about it. First of all can you tell me who is in your family?
5: I got my mum, who’s here with me today. I’ve got a four year old sister called
Anna. Twenty year old sister called Clare and I’ve got my step-dad called Mick. And 
my nan called Vera and my grandad, called Tony.
S: OK. So at the moment who is it you live with?
5: I live with Karen and Mark.
S: And they are?
5: Carers.
S: OK. What’s the name of your child? I know you’ve already told me before
but it’s for the tape recorder.
5: Daniel Timothy John Smith.
S: Right. And how old were you when you had Daniel.
5: Eighteen.
S: And um, what happened, was Daniel removed or did you give him up for
adoption?
5: A bit of both really. Well, I’d say it was more giving him up um, I had people
from Social Services telling me that it wouldn’t matter if I kept him or give up anyway 
because he would be removed from my care and the foster carer as well, told me that.
S: Right.
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5: So I was a bit. Instead of being on my side they were saying give him up. It
doesn’t matter if you give him up anyway he’s going to be taken away from you.
S: So you didn’t exactly have a lot of choice by the sounds of things.
5: No. And I had people from the Court come to see me about it as well.
S: OK. I’ll probably ask you a little bit more about that later. How old was
Daniel when he left you?
5: Er, roughly?
S: Yeah, roughly. You were about eighteen when you had him.
5: It was just before his first birthday.
S: Right, so just before one.
5: Yeah.
S: OK. Do you have any contact with Daniel any more?
5: No.
S: Do you think you’ll see him again?
5: Um, I was told I would see him when he was eighteen but they said it was his
choice, he chose to come and see me or not. Um, I’ll be getting letters and photos 
from the people that are looking after him now in June.
S: Right. So do you have letter contact with him then. Can you write to him.
5: Yeah, but I’m not allowed to send him gifts. I’m only allowed to send him um
Christmas cards or birthday cards and letters and that’s it.
S: Would you want to send him gifts?
5: Yeah. Yeah.
S: And you hear from him, how many times a year?
5: This will be the first time this year.
S: First time, right. So once a year you get to hear form him. You’re able to
contact him on birthdays and Christmas. Through letters.
5: Yeah.
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S: Right. Do you know anybody else who had a child that now does not live with
them at all?
5: Um, yeah. Sarah and Paul.
S: Who are they?
5: They were friends, we’re no longer friends because of an incident. They had a
child taken away from them but she gets to see the child every weekend. She’s also 
carrying another one.
S: Right. Did she have her child removed or did she give it up?
5: No, she had her child removed.
S: Do you know why, what the circumstances were?
5: They had a drug raid and they found quite a lot of drugs in the baby’s pram so
they removed the child instantly.
S: OK. Now I’m going to ask you a few more questions basically just to make
sure that I’ve undersatood what you’ve been saying to me. A bit more detail. So first 
of all, I’d like you to think back to when you were still living with Daniel. What was 
life like when you were living with him?
5: Um, I thought it was easy but then when you have a child it’s not so easy. I
was living in a hostel with four other women. They were quite young mothers as well. 
Um, when I bought Daniel home I didn’t really have a chance of bonding with him 
that well because they were all taking turns of taking him away, bathing him, feeding 
hi, changing him, putting him in their cots which I was dead against but they done it 
anyway.
S: Is this people you were living with, were they?
5: Yeah.
S: Were you put in that hostel or was that somewhere you’d already been living
or was it.
5: No, I was living when I was pregnant with Daniel but then when I had him I
was still there anyway.
S: Right. Was it a special unit or anything? Or just a hostel that just so
happened.
5: Er, don’t know.
S: So you were, you basically felt that you weren’t bonding with Daniel anyway
because other people kept taking him.
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5: Not with them other mothers there, no. I wasn’t.
S: Must have been really frustrating for you. Had they all been mothers before
then, is that why they thought they knew.
5: Um, one of them had been a mother before but she phoned up Social Services
and said that she hit her child so she had her child taken away then she had another 
one and she was put in the hostel that I was in but the other three mums were first time 
mothers and one of them was only fifteen.
S: And they all had their babies when you had Daniel as well. They’s already
got there. Why do you reckon they took such an interest in mothering Daniel?
5: Because they all wanted boys but I was the only one with a little boy.
Everyone had a girl and because I was the only one with a boy they were quite, I’m 
bathing him, no you’re not, I’m feeding him, arguing over him, basically. And I 
didn’t actually get a say in it because whether I said anything or not they chose not to 
listen. They just took him off me anyway.
S: That’s very unfair. And were you getting any support at all at that time?
5: Not from the people that were living there, no.
S: Sounds like they were very unhelpful.
5: They were, yeah.
S: What about from any services?
5: No, no-one from Social Services only my, not midwife, the other one that
weighs you and that.
S: Health visitor?
5: Yeah, she was the only one that came to me from Social Services.
S: Right.
5: nUm, I went round to see mum and ‘the nightmare’. Anna and Mick
S: Right so you went round, with Daniel?
5: Yeah. Quite a few times yeah.
S: OK. So you were getting a bit ofhelp from family then, by the sounds of it.
5: Yeah, not from my first younger sister because she wanted me to leave him
with her for a quite a few weeks and I refused so she got a bit nasty with me and said
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that she wanted nothing more to do with him. Well I said that’s not my problem, 
that’s yours. But being a first time mum you feel protective over your child and I 
wasn’t doing it to be nasty to her but she got the hint that I was.
S: You didn’t want to leave him that long.
5: No. Being a first time mum.
S: Did you, um, when you said that the Health Visitor was there. Was she quite
supportive or what was your experience with her?
5: Um, she was helpful, yeah, even before I had Daniel she was showing me
video tapes on what happens when you are a mum how hard it can get, how stressful it 
can get and how to cope with it. Um, then she showed quite a few of them after he 
was bom aswell, she also showed me how to bath him and how to pick him up 
because I wasn’t sure, being a first time mum, I wasn’t sure how to pick him up. I just 
picked him up. I didn’t know I had to support the head so she showed me how to pick 
him up properly so I didn’t damage him and also he was being a bit iffy on feeding for 
the first couple of days because I was breastfeeding him so he was taking no notice of 
that. He wouldn’t feed.
S: Right
5: So because I had mum there she gave me some bottles. Some bottles, so I
made them up but wasn’t taking any interest in them either so I started to get a bit 
worried and she weighed him but somehow he’d been putting weight on and I didn’t 
understand that because he wasn’t feeding but he managed to put weight on. I thought 
that was quite strange. Although he turned out to be quite healthy in the end, which I 
was pleased about.
S: Yeah. OK. How did you first find out that Daniel wasn’t going to be living
with you?
5: Um, he stopped breathing one night when I was in the hostel, I was living
there and I had no idea what to do. I panicked. I woke all the girls up and that was 
what I thought I had to do, I had to wake somebody up to help me out coz I didn’t 
have a clue what to do. And the first person to get out of bed was Jo and she told me 
to phone an ambulance as soon as possible and she knew what to do because her 
daughter had done it quite a few times so she patted him on the back and he started 
foaming at the mouth so she took his clothes off and then still continued patting him 
on the back. He was quite hot. He was struggling to breathe, struggling to cry. He 
had his eyes closed, he wouldn’t open them and then as soon as the ambulance got 
here we took him to hospital. He had tests done that night. They thought he had
S: How old was he?
5: Four weeks. Just a month. They did tests, they thought he had cystic fibrosis
but he didn’t. He came back clear on that. Then three days after that someone from 
Social Services came in and said that we are taking him into foster care. No warning
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or nothing. They just, one of them said we are going to take into foster care. You can 
choose to live with him whilst he’s there or you can go back to the hostel. And I put 
up a fight, I said to her there’s no reason to take him into foster care because I did 
what another mum would have done. Called an ambulance straight away. And, er, 
that’s when it all started going wrong when she said well you know, you’re quite 
young, you being a first time mum we don’t think he’s safe in your hands. I said, 
well, I’ve done nothing wrong, I’ve not hurt him or harmed him. I’ve not just left him 
on his own. She said well we look for the child’s best interest rather than the child 
and the mother’s together. I said well you’re just being really selfish aren’t you. 
You’re not giving me a chance. She said well there’s nothing I can do about it. But I 
reckon there was something she could do about it because she was the one in charge. 
She could have spoken to her boss.
S: They didn’t give you any sort of reason.
5: No, she just said that she didn’t think Daniel was safe enough in my hands and
um, when we come out of hospital we had a foster carer waiting in a car for him and I 
chose to go and live with him. Because I’d done nothing wrong so I don’t see why I 
should have been split up from him.
S: So you then had to go with the foster parents
5: Yeah, live with them. Yeah. She had to write an assessment on me every day
on how, what I was doing with him, how I was coping, how I was doing things, did I 
put him first or did I put myself first. Half the time I think I put myself first rather 
than him but I didn’t know that because no-one was telling me until somebody from 
the Court came to me and said we’ve had an offer of putting him up for adoption. I 
said no you’re not because I hadn’t made that decision and he said Social Services 
have and Mrs Tomkins has. I said well unless I
S: Who is Mrs Tomkins, is she
5: She was the foster carer.
S: Right.
5: Well, unless I know he ain’t going nowhere. I was being quite harsh about it.
Then Rose came bursting in the room and said well you hurt him by letting his head 
hit against the wall.
S: Is Rose Mrs Tomkins?
5: Yeah. Um, but I didn’t think that hurt him because he didn’t ciy.
S: And that was the incident when you
5: Sneezed and he hit his head.
S: But he looked up at you and didn’t cry.
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5: No and he was more shocked than anything. He didn’t cry or laugh or do
anything. She came bursting in the room and said well you hit his head against the 
wall so we don’t think he’s, you know you’re too aggressive with him. But that’s the 
first time I’ve ever let his head hit against the wall. I er,
S: How long were you at the foster place for before the Court people came along?
5: I don’t actually know for how long I was there roughly. I’m not sure.
S: Was it months or weeks or days.
5: No, I know it was months but I’m not sure how many months.
S: So you were there a couple of months with him. OK. Being watched every
day.
5: Constantly. I wasn’t keen on it.
S: How did that feel?
5: Like I was trapped. I actually said that to her as well. I said I feel trapped
with you constantly watching me. But it wasn’t just her, it was both her daughters 
there watching me constantly as well. Ander,
S: Was that their job?
5: No it wasn’t. I was, I said to Rose, I’m not keen on you constantly watching
me, I feel trapped and er, she said, right, well you can get Daniel and you can put him 
in a pram and you can go out for the day. If you feel that trapped you can go out on 
your own with him. But I didn’t mean it to sound nasty. Um, so I did that but then 
even, I got halfway down the road and she would come running out saying well I 
never told you you could take him out that far. I said where do you want me to go 
with him then? You told me to take him for a walk. So I took him back into the 
house and she wrote that report on me saying that I just took him without her 
permission. But I shouldn’t have to ask for her permission because he’s my son and 
I’m the mother, not her. But according to her I have to ask for her permission to take 
him out which I thought was unfair because he’s my son, I gave birth to him I should 
take him out when I like, where I like. I shouldn’t have to be told where I can take 
him and where not to take him. But that’s just her.
S: But it sounds like, did they tell you how long you would be in the foster home
for?
5: No. They didn’t.
S: They didn’t say so seemingly it was indefinite.
5: Well that’s what I thought.
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S: They didn’t say we are going to put you here for three months and then
5: Not as far as I know because if I was there for a couple of months I was never
told. I just got told as soon as I came out of hospital with him that I was going into
foster care and that was it. Didn’t get told how many months or or how many weeks 
or days I’d be there.
S: And all the time being watched.
5: Yeah, constantly. I even had to ask Rose’s permission if I could go round to
see you, mum. And she, mmmm, yeah, OK, it’s your mum.
S: Did she ever stop you.
5: Not as far as I can remember.
S: Right.
5: Don’t think so. She wasn’t keen on me going out with my sister though. MY
first youngest sister. She didn’t like that very much.
S: Why do you think?
5: Um, well Daniel went to bed at six, half past seven at the latest and he had a
cold and my sister decided to ring me up at half past eight and ask if I would put him 
in the buggy and take him out. And it was pitch black and I refused because he had a 
cold, he was settled and he was fast asleep and I refused. So she wanted to have an 
argument about it, oh well you never let me see him, but that’s technically not true 
because I said to her she could come and see him when she likes and she had seen him 
a few times so she put the phone down on me and Rose jumping to conclusions 
thought that I was going to take Daniel out that night and just move in with my sister 
and I wasn’t because I would’ve had to take all Daniel’s stuff out of there, take it over 
to Clare’s, somehow get over there, get transport to get over there and it wouldn’t 
have been fair on him because he had a cold and he was settled and fast asleep and 
I’m not going to wake him up for someone that wants to take him out round the town 
for the night because,that’s not fair.
S: That seems sensible.
5: Rose got the wrong end of the stick.
S: So you were saying that Daniel was taken away fromyou because someone
from the Court came round, did they?
5: Yeah. Um, I can’t actually remember his name. He was quite tall though with
greyish black hair.
S: Right. And was he the one that come round and said finally
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5: He just come out, blurted it out. He didn’t softly tell me or say this is the
arrangements. He just said, we’ve had someone that has come to us and said that 
we’re placing him in foster care. And I was quite nasty to him about it, well, in my 
rights, I was nasty to him because as far as I’m could see I had done nothing wrong to 
upset them. I hadn’t hurt him in any way, um, and all of a sudden they were making 
my decisions for me.
S: So he was the one that said, he was the man that said you had to go into foster
care, with Rose, is that right?
5: Yeah.
S: Then you spent several months with Rose, and what happened then. Suddenly
Social Services, I’ve forgotten, you did tell me. Did somebody then come round and 
say we’ve decided that Daniel can no longer stay with you or?
5: Yeah. It was the man from the Court.
S: Right so it was the man from the Court came round to Rose’s and said we’re
placing him up for fostering.
5: Yeah, no warning or nothing. And I have a funny feeling that it was Rose that
told him that because about a day, or two days, after living there with her she 
automatically she was on my case. We don’t think you’re going to be a good mother 
to him, we think you should give him up. And then Laura Quin, who was Daniel’s 
Social worker was agreeing with her and then Lucy Adams who was my Social 
Worker, she was agreeing with them as well. Her daughters were agreeing as well.
So I had all them against me when I had done nothing wrong to him but they were 
saying, well if you decide to keep him we will take him away anyway so really I felt 
like I wasn’t being given a chance.
S: Sounds as if you weren’t. Did you um, get to say goodbye to Daniel?
5: Yes, I did, yes, I did yeah. I wasn’t happy about it though because the day I
was saying goodbye to him was the day I actually wanted to take him with me without 
telling anybody which, fair enough, because I’d done nothing wrong so why should I 
have him taken away.
S: Absolutely.
5: But I er, I was thinking, I’ve got him now, they’re all in the next room, all I
need to do is just walk out and go to mum’s but then again they would have seen me 
walk out and they would have called the police for kidnap so I didn’t. I had second 
thoughts about it.
S: So when the man from the Courts came round did he say Daniel’s going to be
taken away from you in a week’s time, did they set a date when it would be the last 
day you’d see him?
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5: Um, er, no because I had visiting rights, I was allowed to visit him twice a
week. It was twice every two weeks so I had visiting rights but
S: Who was looking after him when you had visiting rights?
5: Rose.
S: Right. So what happened by the sounds of it was that you lived with Daniel
then the man from the Court came round and said OK he’s going to be fostered at 
which point you then no longer lived with Rose? Is that right or?
5: No, about a week after that two weeks, roughly, I was moved into another
hostel.
S: Right,. Without Daniel?
5: Yeah.
S: But you could go and see Daniel twice a week then they changed it to twice
every two weeks.
S: Do you know why that was?
5: They wanted to reduce my visiting so that he would get used to me not being
around.
S: Right.
5: And er, then er, I wasn’t allowed to see him on his actual birthday so I had to
come a week early before his birthday.
S: Why weren’t you allowed to see him?
5; Because of his going into foster care, the other parents would buy his birthday
presents.
S: So by then they had already set up some foster parents?
5: Er, no. They were at the time due to my visiting hours, that was all I knew
then. I think I saw him just before Christmas and that was it. I never saw him after 
Christmas.
S: So they did tell you then though that there was a particular day when they said
this is going to be the last day you will see Daniel did they? Seems like
5: If I can remember, er
S: Or was it just one day you never got to see him
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5: No, I see him, no, yeah, I think they did arrange that it was because I saw him
after Christmas um, they said I got two more visits and that was it. That was it for me 
because he’s been, at the time he was used to me just coming once or twice a week.
Or every two weeks. He wasn’t, he didn’t actually know me as well as he used to 
know me so.
S: But you had that particular day that you said goodbye to him and they left you.
5: Yeah. And that was it.
S: And you were in a room with Daniel on your own or?
5: No.
S: You were still being watched?
5: Yep.
S: Even for the last
5: Yep. And I wasn’t keen on it and I even told her that but she said there was
nothing I could do I’m entitled to watch him which I think was a load of rubbish.
S: Right.
5: Were any of your, it sounds like you family were quite involved. Were they
invited to say goodbye to Daniel?
S: Mum was. Um, I’m not sure about Clare, I don’t know if she was allowed to
say goodbye. Mum had visiting rights as well but I’m not, I don’t know anything
about Clare, if she had visiting rights, if she was allowed to say goodbye. I don’t 
know anything about that.
S: OK. When you were first living at home without, you were living in another
hostel without Daniel, what was it like? Living without Daniel.
5: Er, I would say it was difficult. A lot harder than actually having him there. A
lot harder because I was used to having him there and now all of a sudden I’ve got to 
get used to not having him there and people in that hostel didn’t really help me.
S: Was that the same hostel.
5: No.
S: It was a different one?
5: Yeah.
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S: Did you think about Daniel or did you try not to think about him?
5: I’ve never ever not though about him. I’ve always thought about him. Even if
I’m too busy doing something else I still actually think I wish I could have Daniel here 
When I was in the town with Clare, it was on Mother’s Day, me and Clare had Anna.
I er, said to Clare, well just think if I had Daniel here with us now and he was doing 
that I’d make you go and get him, not me. Make her useful and she said
S: Was that on Sunday, just gone.
5: Yeah. She said well don’t you wish you could have him back and I’ve always
wished that since the day he was taken away. I’ve always wanted him back. Some 
people have put the thought in my head of when I see him in the town just go and 
snatch him but I would be arrested for um, kidnapping but then again I have to say I 
have been tempted to do it myself because as far as I can see it I did nothing wrong to 
him so.
S: What did you feel at the time when you were first without him?
5: I just wanted to go round and kill em.
S: Kill?
5: Em, Social, Rose. Wanted to take my anger out on her. Because she was the
main cause of it. I had no, I, for days, when I get my words right, for days I didn’t do 
anything. I just sat in my room. I wouldn’t speak to no-one, wouldn’t go downstairs 
and join in. I just lay in bed. At the time I didn’t have a lot of photos so, but I didn’t 
want to do nothing. I didn’t want to go out, I didn’t want to go down and join in with 
the others, didn’t want to speak to no-one, I was hardly eating properly because I was 
too busy thinking of Daniel.
S: Right.
5: But then the people that was living there, I had support, grown up support, like
keyworkers.
S: Right.
5: Um, they tried to get me out of the house to go and look for a job and I
refused.
S: How soon was that after?
5: About a couple of weeks after, three or four weeks but I’m still not ready.
S: You were staying in bed for three or four weeks.
5: Roughly, yeah. I wasn’t ready.
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S: Not wanting to go out and
5: No, I wasn’t ready. The way I saw it was if I went out straight away after that
all I’d see is mothers and babies and there’s me standing there with no son of mine 
that I gave birth to and that would just upset me even more. So I wasn’t ready to go 
out and go down the town or nothing. I didn’t think it was fair.
S: Was your sleeping affected at all?
5: Yeah, it was. I wouldn’t sleep until 6.00 am or 7.00 am the next morning.
S: So you’d stay awake all night?
5: Yep. Or I’d be watching tele, listening to music, playing on the
 .................... Sega
S: It sounds like you tried to distract yourself for a bit.
5: Yeah, but it didn’t matter what I did. All I could still, as people say, you’d still
see although it’s not there, there’s a vision.
S: There’s a vision, what like you can see a vision of Daniel?
5: Yep. Of me taking him out down the town with everybody else.
S: Right. So all your hopes and dreams
5: Yeah. I’m still hoping now that I’d hopefully get the chance of having him
back but so many people said oh, you’ll get him back, I hope you get him back and 
then other people say you won’t get him back, you’ll never see him again. He will 
hate you for what you did to him. So it’s confused me.
S: What people were saying what? Was it just friends that were saying you won’t
get him back or you will get him back or was it
5: Um, Clare said it quite a few times. I hope you’ll get him back but then she
says oh you won’t get him back, not after what’s happened. hang on you just
said a second a go I will now you’re suddenly changing your mind but then I’ve had 
friends that have said that to me. Some of them say you won’t get him back, he’ll hate 
you for what you did to him. So now I’ve got that thought somewhere saying oh 
when he comes to eighteen, he ain’t going to like you, he’s going to hate you for what 
you did but then I’ve had Social Services saying he won’t hate you for what you did. 
So it’s confusing me.
S: It’s difficult to know. Um, how did people find out that Daniel was no longer
living with you any more?
5: Um, I had a meeting with Social Services and mum was there and um, I was
actually dreading that day to be quite honest because I had a funny feeling mum
356
JMajor Research Project
wouldn’t like what she had to hear. Um, I had to tell mum that I gave him up and 
mum didn’t take too kindly to that. We had an argument over that. Um, I still blame 
Rose for that because if it wasn’t for her, instead of giving me negative she could have 
given me positive. Oh, he’s going to be taken away from you no matter what you do. 
That didn’t help me.
S: No.
5: Because she could have turned round and said well I’m here to help you, I’m
her to help you keep your son. She wasn’t saying nothing like that. She was saying, 
no I’m going to help them take your son away from you.
S: And that’s what she said to you?
5: Not in those words
S : But it just seemed like
5: Yeah. So I was actually dreading that day to tell mum face to face that I gave
Daniel up.
S: Was that deciding day. There was a particular day that a meeting was called
and you said, they said, well we want to remove Daniel or you said
5: No, that’s the day when I had to tell mum a decision
S: Had been made?
5: Yeah.
S: Right. And who did, did you make that decision or had Social Services?
5: I hadn’t, no, my decision was, because mum was backing me up on this, my
decision not to let them take over and take him away and that was my decision and 
that was a very strong decision but because everyone was saying he was going to be 
taken away from you, you ain’t going to have him because if you choose to keep him, 
choose to give him up, you’ve got no say in it, we’re having him and that’s the end of 
it.
S: Right. Doesn’t sound like you had much choice really.
5: No. So I told mum at the meeting that day that I’d given him up and er, lets
just saying mum weren’t very happy about it. WE had an argument over that. Um, 
and I went back to Rose’s that day um, with my Social Worker, and er, the first thing 
when I walked through the door, the first thing I saw on Rose’s face was a smirk.
How did it go, with a smile on her face when she knew exactly how it would go. She 
stood there as if nothing went wrong and that’s what really, really got to me.
S: Make you very, very angry.
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5: I was fuming.
S: How did you tell other people, like
5: My sister, my sister found out, I don’t know if I told her or mum told her. My
sister found out but instead of her keeping it quiet she went round college and she told 
everyone so everyone in her college knew about it. Er, I don’t know how it developed 
from then, I don’t know if people from college told everybody else but they knew, I 
don’t know.
S: Did it affect your relationship with the people?
5: Yeah, it did, yeah.
S: How did it affect, what relationships did it effect and how
5: It affected me and mum having a relationship because we, even though we
argue, every family argues, um, we had arguments over it and er, mum wasn’t happy 
about it, I don’t think she forgave me as quick as I thought she would. I dunno if she 
has or not. It affected that relationship. It affected the relationship with me and my 
sister. She didn’t want to know me at all. Even when I tried to explain she was, she 
shut the door in my face. Um, Nanny and Grandad, I’m not too sure about, I don’t 
know if they know. Um, I think Mick found it hard as well but he tried to have 
conversation even though it was hard for him as well.
S: Who’s Mick?
5: Mystepdad. So I think it did, It affected quite a lot of relationships.
S: What about the man whose son it was? Was that a partner of yours?
5: He was at the time until he convinced his mum that I wasn’t even pregnant.
S: Right.
5: He didn’t want nothing to do with him anyway.
S: He didn’t want anything to do with Daniel right at the outset?
5: No.
S: So he was nothing to do with when you had him, he wasn’t involved at all?
5: No. His dad brought me back down to drop me off at mum’s before I moved
into this hostel. That was it. I’ve never seen him again. He has seen Daniel. Yeah, I 
was dead against it. I didn’t want him nowhere near Daniel and I even told, I told 
Social Services, I told the Courts, I told Rose but they let him in and he turned round 
and said to Rose huh, that ain’t my son, it looks nothing like me, I don’t want nothing
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to do with it and that was it. He doesn’t want to said cards, he doesn’t want to send 
letters, wants nothing to do with it.
S: Right. How did it make you feel having gone against your wishes for,
because you didn’t want him to see Daniel.
5: I was annoyed. I flew of the handle I did. Told them specifically I wanted
him to have nothing to do with Daniel. That he would reject him. They said well 
you’ve got to think of Daniel. What if he wants to know his dad. I said, he might 
want to know his dad but his dad certainly don’t want to know about him and that’s a 
fact and if you don’t believe me then that’s your choice.
S: How did you cope with being without Daniel?
5: Er, it was hard, hard. I didn’t have very much to do coz I didn’t know what to
do. Didn’t know er, whether to go out with Clare for the day or go and see mum. I had 
no idea what I was doing.
S: How did you express your feelings?
5: Er, um, I don’t know. I don’t know. I’ve been told I need anger management
since I’ve had him, well since he’s gone. Um,
S: Who told you that?
5: Oh, my sister keeps bringing it up every now and then.
S: Right, so it’s your sister tells you that.
5: Yeah. She’s, yeah, I had an incident at her house one and I was arrested. Um,
and since then she’s telling me I need anger management, which I don’t think I need 
because I very rarely show my temper, well as far as I know I don’t. People might see 
that differently. As far as I know I don’t need it.
S: Do you think you became more angry after Daniel was removed from you?
5: Yep. Definitely.
S: Did you do anything that you think helped you cope?
5: After he was gone?
S: Mm.
5: Er, no not really because nobody’s come to talk to me about it until now. No-
one’s had nothing to do with me about it until now. No Social Services, um, no Social 
Workers. Andy has been good but he doesn’t I don’t think he knows all the 
background about it.
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S: He’s your new Social Worker?
5: Yeah.
S: Did, um, did anyone do anything that you found helpful, that helped you?
5: Social Services, no. As soon as they got him that was it. Never spoke to me
again, never contacted me, never helped me out.
S: Did they offer you any support?
5: Nope. Nope. I’ve had no support from them at all since he’s gone, not a
phone call, not to say how are you, not a letter, not a photo, not even cards, nothing, 
not even a visit, nothing at all. Nothing from them at all.
S: They just left you.
5: Yep.
S: Do you think anybody did anything that you found unhelpful after he was
removed?
5: Um, Social Services, yeah because I reckon they could have done a lot more
but as soon as Daniel was in their care that was it. They didn’t want to know me at 
all. I had no support or nothing from them and I was quite annoyed about that.
S: What would you have liked?
5: To keep him. If I had that option again I’d have him back here right now and I
wouldn’t let them walk all over me again and they wouldn’t have a choice, I would 
this time, they wouldn’t.
S: Did you ask for any support?
5: Um, well I said to Rose, what would happen now and she said well, we’re just
going to let you go your own way and that was it. No support, nothing and yet at the 
time I was thinking, well hang on a minute, you’ve just done what you wanted to do 
now why can’t I get help. But I didn’t get nothing.
S: Did you ask anybody?
5: No, because Rose said she would do that but she hasn’t and I’ve still got
Daniel’s stuff at her house. I’ve still got his cot, his clothes, um, and his baby 
blankets that he’s never used. She refused for him to use his own cot which mum 
helped me choose. He’s not once used that cot.
S: Why was that?
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5: Because she already had cots but then I, when he was placed in her cot I
thought what a waste of money because I’ve gone out and I’ve paid quite a lot of 
money for a cot and I’m not even allowed to use it because she doesn’t like it No, 
didn’t even get to wear his own clothes either because she dressed him with her 
clothes. He didn’t even get to use his blankets because she used her blankets so I 
though it was just a waste of money in the end. Me going out buying all this for 
Daniel and he never got to use it. I thought that was pig ignorant of her because she 
knew I spent a lot of money on that but she still refused.
S: For no reason?
5: Yep. Only because she had her cot up and ready but then it doesn’t take like
three or four weeks to put one cot up. Only takes a couple of hours. She still refused.
S: Not if it was something you wanted and she should have been supporting you.
5: She didn’t support me. I didn’t feel like she supported me at all. I think right
from the start she was against me the whole time.
S: You had to live with that.
5: Yeah. I’m not going to say I wish I didn’t have him because I’m quite happy I
had him but I am, I am not happy that I haven’t got him though. Even now I still think 
about him. I don’t think anything’s going to change that.
S; Could anything have helped do you think to cope after you lost Daniel. You
said you would have liked some support. What would have been helpful?
5: No, to be quite honest, I don’t think anything would have done. Because I was
still on the verge of getting him back. And that would be the first thing, if I had a 
choice of changing it that would be the first thing I would have back, is having Daniel 
back. And the second thing is, I would not let them walk all over me. They’ve said in 
the past I could have more children and they won’t take them away from me. I don’t 
believe that for a second.
S: What’s changed, that would make them change their minds. How come?
5: I don’t know.
S: How come you couldn’t have him then and you could have a child now?
What’s changed?
5: They think because I’ve had Daniel I’d have a little bit more experience if I
had another one. But then if I’d kept Daniel I’d have the experience from the start like 
I had with Daniel with another child. Social Services ?????
S: Do you think um, any kind of counselling, or anything like that would have
been helpful. Somebody to talk to, having had a child removed, no longer being with 
Daniel any more? Do you think it would have been helpful to talk with somebody
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about it or do you think actually that wouldn’t have done any good or maybe that 
might have been helpful later on down the line?
5: No, it wouldn’t to be quite honest. It wouldn’t have helped me at all because
they wouldn’t have got him back for me.
S: No.
5: They would have been discussing about it. And that’s not what I want, I want
him back. I don’t want to be her and not have a child when I was the one that gave 
birth to that child and I was the one that was going to bring it up as they say, if it 
comes from you, it’s your property, no-one else’s. Well, I see it that way. So really I, 
as they say as well, babies should be with their mothers, shouldn’t be with people they 
don’t know so technically I think my baby should be with me not with them. And 
until they see it they’re going to play along with themselves, not with me.
S: You might have already answered this question anyway, but do you think you
were given as much support as you wanted at the time after Daniel had gone?
5: Nope.
S: No.
5: Nope.
S: What support would you have wanted?
5: The support I would have wanted is for them to discuss with me how I had a
chance of getting him back not talk about oh, why has he gone, why do you want him 
to go and I don’t want that. I want him to come back, I want to have him back.
S: Supporting....................
5: To get him back, not take him away.
S: Right. OK. So that was all about the past. Now I’m going to ask you a bit
more about what life if like for you at the moment. What’s it like nowadays living 
without Daniel?
5: Still hard. Ain’t going to change, I don’t think it’s going to change anything
because even though I haven’t got him it’s going to get harder and harder because I 
could be with him right now bringing him up. I could be giving him birthday 
presents, Christmas presents. I could be taking him out. I could be bathing him and I 
could be feeding him. I could do what I want to do with him but instead I’ve got 
someone else doing that for him, well, for me as well. I don’t think it’s right. I want 
him back. People have said to me in the past well we’re going to do everything we 
can to help you get him back but they don’t. I’ve been told that now he’s gone I’m 
never going to get him back.
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S: Who have you been told that by?
5: Well, Social Services saying that and Rose was saying that. A couple of
friends have said that.
S: Is he fostered or adopted?
5: He’s adopted.
S: He’s adopted now is he.
5: Yeah. But I still don’t think it’s right. They never gave birth to him. I gave
birth to him, he should be with me not with them. And that’s something I feel very 
strongly about and I’m not going to change that for Social Services or Rose.
S: Do you still think about Daniel much?
5: Yep. Constantly. Yep.
S: Do you talk about him?
5: Not round my four year old sister. No.
S: Right
5: She’s asked me about him two or three times but I’ve just kept quiet I don’t
say anything. She, I was round mum’s once and she came up to me and she said to 
me where’s Daniel gone and I just got up and walked straight into the kitchen. I 
didn’t say anything to her.
S: How did that make you feel?
5: Confused. Because she was a lot younger than she is now when she knew
Daniel. I think she was about one -  two and a half, possibly three. But she still 
knows who he is though, that’s quite shocking. When she asks me I don’t say nothing 
I just keep quiet.
S: Do you do that with other people as well? Do other people talk about him or
do they tend not to or
5: Julia’s asked me in the past. Um, but like I said to her, I’ve said to her I’m not
saying it out of spite but I’d rather you didn’t ask me about it because its my 
experience, not hers, therefore I don’t feel like she has the right to know about it and 
then she, half an hour later, she asks me again and I tell her again exactly what I told 
her the first time and then she says to me sometimes I think you should talk about it. I 
said well that’s not going to help because it’s not going to bring him back to me and 
then she goes all quiet and leaves it at that. I don’t think she has a right to know. She 
doesn’t even know him. I’m not saying that to be mean about it but I’d rather she kept 
out of it.
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S: It’s your personal life isn’t it?
5: Yeah. Not the sort of think I’d like to discuss with people like her.
S: Do you feel the same now as you did when Daniel left your care?
5: Yeah, I do, yeah.
S: Haven’t changed?
5: No.
S: How would you describe your health at the moment, your eating, sleeping?
5: I hardly sleep. Um, like I was at the flat, the hostels. I do exactly the same
here. I go to bed at. I can lay in my bed but I won’t fall asleep.
S: Why is that?
5: Because my brain is constantly thinking about how it would change if I had
Daniel with me here. I wouldn’t be living here obviously. I got a two bedroom flat 
um which I was told that if I get this two bedroom flat and I improved then there 
might be a possibility that I could have Daniel back.
S: Who told you that?
5: Er, Nancy.
S: Who’s Nancy, Social Services?
5: No, she’s disability learning team or something. Andy set her up with me.
S: Right. And she said that there would be a possibility of you having back
5: Yeah, if I improved myself, yeah. Which I didn’t believe at all because he’s
been with er, these carers for almost three years.
S: He’s almost four now?
5: He’ll be four next year. He was three on 1 March this year.
S: So your sleeping’s not been too good at all because you keep thinking about
Daniel?
5: Yep. ER, I’m eating like a horse. Put on quite a bit of weight.
S: Is it eating healthily or
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5: Nope. I eat about eighteen bags a day, eighteen bags of crisps a day.
S: Why is that?
5: They are there.
S: Right.
5: I see them and that’s it. I eat em.
S: Do you think that that’s a way you find of coping?
5: No, I think I could do better.
S: But is that something that you do that makes you feel better, do you think
eating helps you feel better sometimes? Some people find that.
5: No, I just eat for the sake of it really. I see em there and that’s it. I just eat em.
S: Does what happened with Daniel affect your current relationships at the
moment?
5: I think in some ways yes.
S: In what way?
5: Er, like when we all go out as a family and Anna’s there. The only person
that’s missing is Daniel.
S: Right.
5: I think that affects it in some ways, yeah.
S: What about other relationships, like friends or?
5: Nobody knows him. Some of them have seen him but they don’t know what
happened to him and um, like I said to Heather I’m not going to discuss it with them 
because it’s none of their business. It’s not between me and my friends about what 
happened to Daniel.
S: No.
5: So it’s confidential if I’m with friends and they ask me.
S: Yep. What do you think now, I think I know what you’re going to say to this
one but, what do you think now about the decision that was made when Daniel had to 
be removed from you?
5: I won’t swear.
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S: You can. That’s fine.
5: Quite annoyed. Yeah, well very annoyed. I ‘d rather have him here than have
him with somebody else. Because I don’t, I’ve only met these people once, I don’t 
know what they are going to be like with him. I don’t know how they are going to 
handle him or how they’ll cope with him. I don’t know if they’ll pass him on to 
someone else or leave him somewhere. I think he’s better off with us, not with them.
S: Right.
5: And the sooner that Social Services know that the blooming better.
S: Do you think anything positive came from you and Daniel not living together?
5: No.
S: No. For you or for him?
5: Both. Because he should be with his real family not with fake family.
S: Right.
5: Well they are. They are fake family as far as I can see it. They never, like I
said, they never gave birth to him, like I did. So he should be with his real family 
which is us, not them.
S: Nowadays how do you cope living without Daniel?
5: Um, I don’t know on that one.
S: Do you have anything to remember him by?
5: Not at the moment. I used to have quite a few photos but they were stolen
from me so I no longer have photos of him. They were, I was living in my two 
bedroom flat. There was a girl that was living there with me and she’s being treated 
as a trespasser so she can be removed out of my flat. She packed all my stuff and 
when I asked her for my son’s photos she told me she had ripped them up and put 
them in the bin and I wanted to do a lot of damage at that point. I wanted to go for her 
because she had no right doing that and she should know how it feels because she’s 
had two children taken away from her but she er, took my son’s photos, or my photos 
of my son and ripped them up and put them in the bin and that was harsh, I think.
That was uncalled for. I never asked her to do that and she had no right going through 
my things to find my son’s photographs. Hopefully, she’s going to get what comes to 
her.
S: Do you have anything else to remember Daniel by.
5: Nothing now.
366
JMajor Research Project
S: Nothing at all.
5: No.
S: Do you do anything to remember Daniel?
5: Er, how do you mean?
S: Do you, I don’t know, some people um, I mean you write letters to him
anyway because, presumably you contact him, or you write letters to him on but 
different people do different things. I’ve heard some people say they keep a little box 
with little things.
5: No, I’ve got a massive Winnie the Pooh box and I’m going keep that for
Daniel’s stuff only, like photos and letters. That’s going to be for Daniel’s stuff only. 
God help whoever gets their hands on them.
S: Do you ever try to put Daniel to the back of your mind and try to carry on
with life?
5: No. Because I don’t think that’s fair. That’s more like someone saying forget
about him he’s no longer yours. I am not going to do that.
S: Has anyone ever tried to stop you talking about your experiences at all?
5: Um, not that I know of. No. I don’t say it in front of Anna um, er, I don’t talk
about it to nan and grandad because I don’t know if they know anything about it so 
it’s, I’d rather not talk about it in front of them.
S: Has anybody said to you oh, you need to put it to the back of your mind and
just get on with life. Has anybody said that to you at all?
5: No.
S: Are there any particular times or situations that you find difficult as a result of
what happened, at the moment? You mentioned before when you went out and you 
saw people with their children.
5: Yeah, yeah. Er, yeah its when people just walk past with buggies or they carry
their children and I’m thinking I’m either looking out the window or I’ll be outside 
thinking you know I could be doing that with my son but I haven’t got the chance.
S: Find that difficult?
5: Yeah. Because I look at them and I’m thinking well hang on they’re younger
than I am and yet they still get to keep their kids and how come I don’t and I’m older 
than them.
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S: Right Um, I think you’ve answered, have you ever talked to someone about
your experiences?
5: No. No.
S: Um, sorry I’ve missed out a bit. When I was talking about are there any
particular times you find difficult and you were saying about seeing other people with 
children are there any other times that you find are difficult?
5: As far as I know, every day, because it’s not just like a one off in the week or
you see one or two parents a day or one day in a week you see parents. It’s like every 
day you see them.
S: Right. So it’s every day that you’re thinking.
5: Yeah.
S: OK.
S: Now I’m going to be asking you to think about what it might be like for you in
the future. For example, next year or in two years time or ten years time. Is that OK?
5: Oh, yeah, I still wouldn’t have forgotten about Daniel.
S: No. What do you think will have happened to your feelings about Daniel? Do
you think they’ll disappear? Get worse, get less?
5: No, if anything probably stay as they are. Yep.
S: Do you think your health will change at all in the future?
5: What losing my temper or
S: Yeah, losing your temper.
5: Very rarely show my temper. That’s why I don’t think I need anger
management but you know, other people see differently so.
S: What about your eating and sleeping?
5: Hopefully I’ll lose a lot of weight. Um, sleeping I don’t know.
S: Don’t know if that will get any better.
5: Don’t know.
S: Do you think, um, that any of your relationships with other people will change
in the future?
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5: Turn nicely, I hope, yeah. Not turn bitterly. Well I have to wait and see what
happens with that.
S: OK. Have you ever thought about having another baby?
5: Yeah, I have, yeah. But then again I want to settle down first and get my life
sorted out. Because I don’t want to have Social Services on my back again and then 
take this one away from me because I will flip.
S: Do you think the outcome would be different?
5: I know the outcome would be different because I’ll make it different.
S: Right. How would you make it different?
5: Won’t let Social Services know that’s for sure, that’ll be the first thing on my
list.
S: What you wouldn’t let them know that you were pregnant and
5: No. Or even if they did find out I would make sure that they won’t track me
down.
S: Right. OK. Is there anything that you think that would make life more
difficult for you in the future?
5: Having another child, yeah. Because it would just remind me of Daniel a lot
more than now. Because if I had another child in three or four years time I would be 
thinking well I could have done this for Daniel. Why haven’t I got him? But, yeah, 
I’ve still got that child. I just have to wait and see.
S: Is  there anything in the future that might make life easier, anything that might
make life easier for you in the future?
5: Er, I don’t know, I can’t say on that one.
S: OK. If you could make three things happen in the future to improve your life
what would they be?
5: One is having Daniel back. That’s for certain. Er, get Social Services off my
back. And making a new start.
S: Right. OK. What could professionals do that might help other mums like you
cope if a child has to be removed?
5: Er, oh dear. I don’t know. I’ve not thought about that.
S: OK. What would you say to another mum who has just been told that her
child couldn’t live with her any more?
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5: Fight for him or her. Don’t give up that easily. Otherwise you’ll regret it like
I do.
S: OK. And are there things that you could do to help other mums like yourself?
5: I don’t know. I’ve not thought of that. Not actually thought of that.
S: Ok. Well thank you for answering my questions. Have you got any questions
you’d like to ask me?
5: No.
S: OK. Few more little bits. I was wondering how do you feel having just talked
about Daniel?
5: Not dead excited at all.
S: How do you feel now?
5: Not happy about it.
S: Still feel angry?
5: Yep.
S: Upset?
5: Yep.
S: What was it like talking to me, someone who has not had the same experiences
that you’ve had?
5: Um, difficult. Er, hard. Half of it I don’t even know what to say about it.
S: Right. Is there a reason why you don’t know what to say about it all?
5: No, no.
S: Just it’s difficult to talk about it?
5: Yep.
S: And was there any point during the interview when you felt that I didn’t
understand what you were saying?
5: I don’t know.
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S: OK. Is there anything else you would like to say? Something else that you
mentioned to me um, Pm sure you mentioned when we met initially, and this may or 
may not be something you wanted to talk about is that did you harm yourself after 
Daniel was removed at all? Have you hurt yourself?
5: That was way before that, when I was at school.
S: Right.
5: Yeah, when I was at school. I didn’t like the school I was in so I copied a few
of my friends.
S: Right and that was something very different.
5: Yeah, no
S: That didn’t happen after
5: If I do that after Daniel’s gone what’s the point. It’s not going to bring him
back.
S: No.
5: Stupid really. Oh, she’s cut her wrists, let’s give him back to her. Ain’t going
to happen at all.
S: Right. Yep and finally, finally I’m going to be talking to other mothers that no
longer live with their children is there anything I should ask. Is there anything that 
you felt during the time I’ve been talking to you that I’ve missed out?
5: No, not as far as I know.
S: Anything important, do you think, I should be talking about?
5: Can’t think of anything. Then again, knowing me I’ll end up thinking about it
after it’s done.
S: OK, well that’s fine, if you do then I’ll give you a call and just check.
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RELIABILITY AND VALIDITY OF THE RESEARCH
Sensitivity to context
Yardley (2000) argues that a good qualitative research study should demonstrate a 
sensitivity to the context in which it is situated. She refers to awareness of the relevant 
literature and previous related empirical work both regarding research and the 
methodology employed. Smith (2003) refers to the fact researchers can demonstrate 
both sensitivity to the data, by providing extracts but also how the socio-cultural 
milieu in which the study takes place may have influenced its conduct and outcome. 
In addition the relationship between researcher and participant is another context 
where sensitivity is required.
The current research aims to highlight issues relevant to research with people with 
learning disabilities who have had their children removed. There is an awareness of 
the impact that this could have on the conduct and outcome of this study. In addition 
the power differential present in the relationship between the participant (a ‘member’ 
of a disadvantaged group) and myself (a professional / researcher) has been 
acknowledged.
Commitment. Rigour and Transparency
This corresponds to thoroughness in collection of data, analysis, and reporting. The 
concept of commitment includes the development of competency in the method used 
and being familiar with the relevant data (Yardley, 2000). Rigour refers to the 
completeness of the analysis undertaken and the thoroughness of the study, for 
example that the participants used are appropriate to the question sought to be 
understood. Coherence and transparency refer to how clearly the stages of the research 
process are outlined in the study’s write-up (Smith, 2003).
Impact and importance
A key test of the validity of a piece of research is whether it tells us anything 
important or useful and its possible contribution to social change (Smith, 2003). It is 
hoped that the current study will fulfil this criteria.
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Validity remains important within any research paradigm, in the sense that the 
researcher needs to ensure that people’s lives, experiences and views are represented 
accurately, (Rodgers, 1999). A series of methods have been developed within 
qualitative methodology to restrict levels of bias throughout the research process. 
Heron’s Co-operative Inquiry (1996 cited in Shaw 2001) advocates involving 
participants in the analysis by reporting findings back to them to confirm / challenge 
the researcher’s interpretation of accounts. Unfortunately, due to limitations in the 
nature of this research this will not take place. However, results will be fed back to all 
participants to seek their approval prior to journal publication.
Methods of ensuring validity can be built into interviews. Atkinson (1988) suggests 
that informants (that is, someone who knows the participant well) can be used to cross 
check information collected. However, like Rodgers (1999) this was thought to be 
problematic. People with learning difficulties have important things to say about their 
own lives and we cannot say their knowledge is invalid because someone else does 
not verify it. However, throughout the interview process participants verified the 
researcher’s understanding of what was said. This appeared to be effective as on some 
occasions participants did correct the researcher.
Smith (2003) discusses the benefits of independent audit and its role in ensuring 
quality in qualitative research. It is an attempt to ensure that the account produced is 
credible and justified in terms of data collected. Smith (2003) advises that supervisors 
are in a position to conduct mini-audits by looking at an annotated transcript and 
checking the validity of annotations in relation to the approach employed. They may 
also initially offer additional notes on what they think is important / interesting in the 
transcript. This approach was taken in the current study alongside a process Stiles 
(1993) refers to as ‘Consensus Among Researchers’ and Elliot et al (1999) refer to as 
‘credibility checks’. A team of investigators (research group at university) met 
regularly to discuss and develop interpretations from the transcripts. The aim of this 
was to increase ‘consensus’ validity of interpretations made (Stiles, 1993).
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Debbie’s Perceptions of the Interview
Interviewer: What was it like talking to me, someone who hasn’t had the same
experiences that you’ve had?
Debbie: I hate it.
Interviewer: You hate the fact that you were talking to me and I’ve not had the
experiences.
Debbie: No. ?????
Support Worker: Is that because you feel that (interviewer) wouldn’t understand
what you’ve been through?
Debbie: Yeh. It’s just that it’s OK when it’s all done with. Like the Social
Workers, it’s done with. When she writes all that out, she’s gonna say 
that’s done with. She never thinks that people are writing marks for 
your test, they never think what you’ve been through.
Support Worker: (Explains that I picked to do this subject)
Debbie: She can’t understand. I can’t see it helping in the future. You’ll be so
old in the future.
Interviewer: Thanks!
Debbie: I can’t see how.
Interviewer: You can’t see how it can help people.
Debbie: Something that do it now, not in the future. That’s howl feel.
Support Worker: When (interviewer) has written it would you like me to go
through it with you?
Interviewer: It’s part of my research that I do need to
Debbie: Just post it to me.
Interviewer: However you want it to be done, it will be done. Just so that you know
what, what is happening.
Debbie: Just don’t give it to [professional], I don’t want [professional] to read
it, I want to just.
Interviewer: I mean, it won’t be about you as such, so in that respect, in some ways
as you say, some of the story does get a bit lost because it’s about ten 
people and all their experiences and from what you’ve told me, you
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Debbie:
Interviewer:
Later..........
Interviewer:
Debbie:
Interviewer:
Debbie:
Interviewer:
Debbie:
Interviewer:
Debbie:
Interviewer:
Debbie:
Interviewer:
know, I can still empathise a bit with what happened but I still don’t 
know and I certainly haven’t got those feelings that you’ve had. I’ve 
not had my children removed, I couldn’t possibly imagine what it’s like 
for somebody else so to a certain extent you know, it is right but in 
terms of just sort of forgetting all about it, what you said bits of it 
certainly I won’t forget about it because I’ve heard a bit of your story 
and obviously that has an effect on me as well but also hopefully some 
of it will come out in the research. Some of the story will be heard and 
read by other people.
I can’t see it.
Right but it will be. Through journal articles that I am going to be 
writing that health professionals will hear the stories of ten people, not 
written out but basically the themes that have come out and so in the 
future people might just understand a bit when they take children away 
from mothers, actually that it has an effect on mothers as well as 
children and that’s my aim.
Yeah, in a minute. Um, was there any point during the interview when 
you felt that I didn’t understand what you were saying.
I think you can’t understand anyway.
You mean I can’t understand anyway what you’re saying, the impact 
that it’s had on you.
No.
Is there anything else you would like to say?
Just thank you and that’s it. You helped me and that’s it.
I’m going to be talking to other mothers that no longer live with their 
children is there anything you think I should ask? Anything you can 
think of that I missed out? The way that it was done or?
No, you done all right.
Is there anything else that you can think of that I should be interested in 
learning about?
If they want MPs involved
If they want MPs involved aswell. Well thank you very much.
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